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ABSTRACT

Objectives: The overall aim of this thesis was to explore aedcribe the family-
centredness and rehabilitation planning procedureHildren and youth with cerebral
palsy (CP) in Finland. The main focus was on howfgssionals working with children
and youth with cerebral palsy describe and docuntieat rehabilitation planning
procedure and how family-centredness was percdiygutofessionals and parents.
Methods: Participants were team members in neuropediauitdisciplinary teams in
central and university hospitals and governmentciapeschools as well as
physiotherapy private practitioners who had an emgent with the Social Insurance
Institution. Parents visiting two university hospiheuropediatric wards participated in
one study (Il). Family-centredness in services (F@&s evaluated by the Measure of
Processes of Care questionnaires. To get a deegpght in the rehabilitation planning
procedure, focus group interviews were conductedo Tesearchers conducted the
interviews which were tape recorded and transcrib&dee content areas guided the
interviews: goal-setting, different transition pbasand the use of the International
Classification of Functioning, Disability and HéwgltChildren and Youth version. A
retrospective cross-sectional register study wasd u® analyze the interrelation
between needs and functional difficulties and therdpeutic goals in written
rehabilitation plans. The ICF-CY was used as aeefee in the analysis.

Results: Professionals and parents rated the family-cersteedce as fair to moderate.
There was a significant difference in how profesals of different disciplines rated
their FCS delivery. Professionals with more thany2&rs of work experience in the
field of rehabilitation for children and youth witbP rated their service higher than
those with shorter work experience. Parents andegsmnals identified common
aspects in need of development, i.e. letting theiljachoose when and what kind of
information is provided as well as providing oppoities for the whole family to
obtain information. Goal setting and ways to inefiamilies in the rehabilitation
planning procedure was experienced as challen@alipboration with all involved in
the child’s rehabilitation was partly scanty anel tesults indicate a lack of routines in
the transition phases. In the written rehabilitatiplans the goals were not well
reflected in the children’s needs and functionfikcdities.

Conclusion: This thesis identified examples in the rehabibtafplanning procedure of
good practice in which collaboration with variousrties and clear formal processes
occurred. Areas in need of development were alsatiiied. Standardized formal
programme processes and policies and a named @arager for all families could
provide a starting point in developing and impragyvthe services to ensure all families
have the possibility to be involved in their chddehabilitation service.

Key words: Family-centred service, rehabilitatiolanming, goal-setting, transition,
cerebral palsy



SAMMANFATTNING PA SVENSKA

Syfte: Det generella syftet med avhandlingen var att tsik& och beskriva
familjecentrering och proceduren kring planeringabilitering for barn och ungdomar
med cerebral pares (CP) i Finland.

Metod: Medlemmar i neuropediatriska mangprofessioneliamtepd centralsjukhus,
universitetssjukhus och statliga specialskolor agelt studien. Utdver dessa deltog
privatpraktiserande fysioterapeuter som hade awtal Folkpensionsanstalten (studie I)
samt foraldrar till barn som besokt tva universitkhus neuropediatriska avdelningar
(studie II). Graden av uppskattad familjecentresadvice undersoktes med hjalp av
sjalvvarderingsfrageformularet "Measure of ProcesseCare”. FoOr att fa en djupare
insikt i proceduren kring planering av habiliterinférdes fokusgruppintervjuer. Tva
forskare deltog i intervjuerna som bandades ochnskrgberades. Intervjuerna
fokuserade pa tre omraden: maluppstalining, olikargangsskeden (ss.dagis- och
skolstart), samt anvandningen av den Internatianeklassifikationen av
funktionstillstand, funktionshinder och halsa, vemen for barn och ungdom (ICF-
CY). For att analysera barnets behov och funkliansvarigheter i relation Htill
uppstdllda mal utfordes en retrospektiv tvarsnittegisterstudie av skriftligt
dokumenterade habiliteringsplaner. ICF-CY anvarsoes referens i analysen.
Resultat: BAde professionella och foréldrar skattade denljf@rentrerade servicen till
att vara rimlig till mattlig. Bland de professioteelhade olika yrken en signifikant
inverkan pa hur de skattade familjecentrerad seriwen professionella med éver 25
ars arbetserfarenhet inom habiliteringsomradeb#dn och ungdomar med CP skattade
signifikant hogre an de med kortare arbetserfatenf@raldrar och professionella
identifierade samma aspekter vad géller omradem ifamniljecentreringen som borde
utvecklas. Identifierade aspekter var bl.a. ati Emiljen véalja hurudan information
som ges och nar den ges samt att erbjuda moéjligHétehela familien att fa
information. Malsattning och olika satt att invalaefamilierna var sadant som
upplevdes utmanande i proceduren kring planeringadbiliteringen. Samarbete med
alla involverade i barnets habilitering var delkizsapp och resultaten i avhandlingen
tyder pa en brist i rutinerna kring barnets Oveggdkeden. | de skriftliga
habiliteringsplanerna var beskrivningen pa barrfatsktionella svarigheter och de
uppstallda malen inte i relation till varandra.

Sammanfattning: Avhandlingen identifierade aspekter i planeringenhabilitering
som kan anses vara god praxis med samarbete raedwvallverade och klara processer
och procedurer. Aven omraden i behov av utveckiifemtifierades. Standardiserade
processer och handlingsplaner och en utsedd katodirkunde fungera som en

majlighet att pa lika villkor vara involverade igleringen av barnets habilitering.

Nyckelord: familjecentrerad service, planering awbilitering, maluppstalining,
overgangsskeden, cerebral pares



TIIVISTELMA

Tavoitteet: Taman vaitoskirjan kokonaistavoite oli tutkia javita CP-vammaisten
lasten ja nuorten kuntoutussuunnittelun prosesaiapalvelun perhekeskeisyytta
Suomessa. Pdahuomio oli siind tavassa, miten Clnagsten lasten ja nuorten parissa
tyoskentelevat ~ammattilaiset  kuvaavat ja  dokumeatoi kuntoutuksen
suunnitteluprosessia ja miten ammattilaiset ja eamhat nakevét perhekeskeisyyden
toteutumisen.

Menetelmat: Tutkimus oli osa Kelan Vake -hanketta, johon osalli
moniammatillisten kuntoutusryhmien jasenia keskasyliopistollisten sairaaloiden
lastenneurologisilta osastoilta seka kolmesta oraltilikuntavammaisten lasten
erityiskoulusta. Lisdksi tutkimukseen osallistui l&® sopimussuhteisia fysioterapian
avopalvelun tuottajia (osatutkimus 1) seka lastemyorten vanhempia Helsingin ja
Turun  vyliopistollisten  sairaaloiden  mittarihankkizes (osatutkimus  1I).
Kuntoutusprosessin perhekeskeisyyden todentumateelpissa arvioitiin Measure of
Processes of Care -kyselylomakkeilla. Liséksi kutussuunnitelmaprosessin teemoja
syvennettiin kahden tutkijan yhdessa toteuttamittausryhmahaastatteluilla, jotka
nauhoitettiin ja litteroitiin. Litteroitu teksti afysoitiin sisallénanalyysilla. Lasten
kirjalliset kuntoutussuunnitelmat analysoitin sysihattisesti kayttden Maailman
terveysjarjeston toimintakyvyn, toiminnanrajoitteid ja terveyden kansainvalisen
luokituksen, lasten ja nuorten version (ICF-CYjekehysta.

Tulokset: Sek& ammattilaiset ettd vanhemmat arvioivat paivglerhekeskeisyyden
toteutuvan melko hyvin. Eri ammattiryhmien validh kuitenkin merkittavia eroja sen
suhteen, miten he arvioivat palvelunsa perhekegpitis Myods tyokokemuksen pituus
vaikutti arviointiin. Ammattilaiset, joilla oli yli25 vuoden tyokokemus CP-lasten ja -
nuorten kuntoutuksesta, arvioivat antavansa mavtti perhekeskeisempaa palvelua
kuin lyhyemméan tyokokemuksen omaavat. Nakemyksetrhgbeskeisyyden
kehittAmistarpeista olivat niin perheiden kuin arttitaésten nakokulmasta yhtenevat.
Perheiden tulisi saada vaikuttaa enemmaéan siihellpimia millaista tietoa heille
tarjotaan ja tietoa olisi jaettava nykyistd laajemrkoko perheelle. Ammattilaisten
nakokulmasta haastavimmaksi koettiin kuntoutuksewitteenasettelu seka perheiden
osallistaminen. Yhteistyd eri tahojen kanssa olitt@is puutteellista, ja tulokset
viittaavat epasystemaattisiin rutiineihin siirtynailveiden, kuten péaivakotiin ja
kouluun, suunnittelussa. Kirjallisten kuntoutussuitelmien tavoitteet eivat
heijastaneet johdonmukaisesti lasten tarpeitanainoallisia vaikeuksia.
Johtopaatokset: Vaitoskirjassa identifioitin  kuntoutuksen suuneitin  hyvia
kaytantoja, joita luonnehtii toimiva yhteistyd etahojen kanssa seka selkea
tyovaiheiden kuvaus. Myds kehittdmistd vaativia -alseita tunnistettiin.
Standardisoidut toimintaprosessit ja nimetyt peohéhkiset koordinaattorit voisivat
luoda hyvan lahtékohdan toiminnan kehittamisellettaj kaikilla perheilla olisi
mahdollisuus olla taysipainoisesti mukana lasteng&antoutussuunnitelman
laatimisessa.

Avainsanat: perhekeskeinen palvelu, kuntoutussteinm, tavoitteiden asettelu,
siirtymavaiheet, cerebral palsy
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DEFINITIONS

Rehabilitation

Family

Family-centred service

Multidisciplinary team

“A process aimed at enabling people to reach and
maintain their optimal physical, sensory, intelledt
psychological and social functional levels. Rehttibn
provides disabled people with the tools they neeattain
independence and self-determination.” (WHO, 2011).

The child’s parents, siblings or other close retatiwho
belong to the child's everyday life (Bronfenbrenner
1989).

“Family-centred servicgFCS) is made up of a set of
values, attitudes and approaches for children gpicial
needs and their families. Family-centred services
recognize that each family is unique, the familythe
constant of the child’s life; and family members #re
experts on the child’s abilities and needs. In lami
centred service the family works with service pdevs to
make informed decisions about the services andostgpp
the child and family receive. In family-centred\see the
strengths and needs of all family members are
considered.” (King et al., 2004CanChild Centre for
Childhood Disability Research, McMaster University,
2012).

Composed of several professionals representing
specialized disciplines and knowledge who are vmgrki
within the boundaries of their professions. Work is
evolved to meet the demands of societal, envirotahen
and real life problems that cannot be solved bylsin
disciplines alone (Choi and Pak, 2006).






1 INTRODUCTION

Children with disabilities often require life-lomghabilitation, starting in infancy within
pediatric rehabilitation and continuing into adu#alth care. If the children have complex
disabilities, the rehabilitation frequently invossactions from many different professionals.
Such specialized health care aims to improve ontaiai function as well as pave the way
for social participation (King, 2002; WHO, ICF, 20Kettunen et al., 2009). In Finland,
laws and directives require that, before startinggetting the rehabilitation financed, a
rehabilitation plan should be established. Theabéitation must be planned by a
multidisciplinary team that works within the publsector (Rissanen, 2008; The Social
Insurance Institution, 2012). Rehabilitation forildien and youth with disabilities is
arranged by several stakeholders and is based -operation between the family and
several professionals and organizations providmggservice needed (Autti-Ramo, 2008).
Rehabilitation is comprehensive and multifacetedt{linen et al., 2009), and the service
provision can be challenging.

Traditionally, rehabilitation was medically focusdalt during recent decades there has
been a shift from a medical (paternalistic) appnoax a more family-centred mode of
service delivery (Bamm and Rosenbaum, 2008; Kelbt.e2012). The theoretical base for
family-centred care is the ecological system thewadyich describes humans in different
systems starting from the family all the way toistyc The family is seen to be dependent
on several systems in their everyday life (Bronfenher, 1979).

This thesis was conducted as part of a nationalpoeimensive research project on the
“Evidence-based rehabilitation for severely disdblerganized and financed by the Social
Insurance Institution of Finland (SIIF). The stuien this thesis were focused on
rehabilitation for children and youth with cerebnaalsy (CP). Cerebral palsy is a
heterogeneous disorder and rehabilitation servares often multifaceted. The Social
Insurance Institution (Sll) is the main financidrtiee rehabilitation for children and youth
with CP in Finland, and according to Finnish legjisin the SlI finances rehabilitation for

persons with severe disabilities.



2 THEORETICAL BACKGROUND

2.1 FAMILY-CENTRED SERVICE

During the last few decades, health-care serviags bdeveloped tremendously in line with the
development of society as a whole. A paradigm $tufh a traditionally medical approach to a
more client or family-centred approach has occuli®ields et al., 2003; Carlhed, 2007).
Family-centred service (FCS) is today widely knaagran approach which strives to engage the
family as equal partners in the rehabilitation sy (Rosenbaum et a1998; Law et al., 2003;
Strock-Lynskey and Keller, 2006; Buran et al., 2008 family-centred service approach
proceeds from the assumption that there shouldbdz@amce between the professionals and the
family (Corlett and Twycross, 2006) and that theepts are experts on their child’s needs
(Dunn, 2000; King et al., 2004). In the literatubere are several definitions of FCS and
depending on the purpose the definitions are ag#iagnostic-specific, but FCS can also be
defined in a more comprehensive way (Bamm and Rasen, 2008). In this thesis the
definition of King and co-workers (2004) ar@anChild Centre for Childhood Disability
Research (2012) was used, where values and atitndibe rehabilitation process should be
positive towards the fact that each family is ueigand the strengths and needs of each family
member should be taken into consideration in e&else of the process. For a child, the family
is the basis in their everyday life. The family mmears are the child’s educators, supporters and
protectors (Dunst et al., 2002). The child’s furmaitig and active participation starts in relation
to the family, by playing with and observing famityembers (Gallimore et al., 1989). Parents,
on the other hand, facilitate by their care-givitng child’s development to independence
(Camden et al., 2012). However, for a child withdional limitations and possible long-term
dependence in the family, the situation might begetely different (King et al., 1999), and
parents have expressed a high level of stress (taalh 2009; Majnemer, 2012).

Rehabilitation for children and youth with cerelypalsy is planned and delivered by a diverse
team of experts (Camden et al., 2012). It is ohgmmportance that the professionals take the
whole family into consideration in the rehabilitati service process, and that not only the
child’s needs but the whole family’'s needs arecedti Many rehabilitation service providers
have adopted the FCS approach (Buran et al., 28@8)gh there have been difficulties in
implementing the FCS in practice (Bamm and Rosemb&008). The processes of FCS and its

implementation was evaluated in several studies femu different angels (Goldbart and



Mukherjee, 2001; Law et al., 2003; Dyke et al., @0Raghavendra et al., 2007; Buran et al.,
2009). An often used tool for measuring the proeesd care is a questionnaire (Measures of
Processes of Care). It was developed based onrdaictahe rehabilitation services which
parents experienced important (King et al., 1995).

There are several theories and conceptual modasguhe FCS approach and from several
different fields (Dunst, 1991; Desai, 1997; Liteid et al., 2002; MacKean et al., 2005; Bamm
and Rosenbaum, 2008). The main principles for &l @ mutual partnership between
professionals and parents, wide and active colidioor between all involved, parents are seen
as experts on their child, and the family is thenpry source for strength and support
(MacKean et al., 2005; Bamm and Rosenbaum, 200@8hé&rmore, shared information among
all involved and the child’s active participatiam his/her everyday life has evolved during

recent years as an important factor in FCS.

LEVELS OF COLLABORATION BETWEEN FAMILIES AND PROFESS IONALS

The family’s ability to influence and participate the services varies depending on the
professional’s approach. Dunst and coworkers (12902) proposed a model for family
involvement. The model consists of four differeqp@aches for family involvement in
practice: 1) professionally centred practice, &)ifgallied practice, 3) family-focused practice
and 4) family-centred practice. In professionalgntted practice, families are seen as care-
receivers and professionals as the experts. Fanidilow the professionals” recommendations
and are passive participants in the interventitre professionals are responsible for the care, as
parents are not seen as capable of the respatysibifie family-allied model is described as
family guiding, where professionals guide familiesimplement interventions. Families are
given a background role, and the professionalsdetiie content of that role. In a family-
focused approach, families are seen as capablakihgichoices but only among the options
given by the professionals. Professionals alsoegartl give advice on family functioning and
how it can be improved. Finally, in the family-cestt approach families and professionals are
partners on an equal basis and parents are sexpess on their child’s needs. Professionals

are more coaches or consultants (Table I).



Table I. The family-oriented models by Dunst et #91; 2002.

Model Practice

Professionally | Professionals are the experts who determine thdyfameeds. Families|

centred views or opinions are given little or no crederfeamilies are dependent on
the professional’s expertise.
Family allied Families are agents for professionéds carrying out professionally

recommended actions.

Family focused | Professionals give important optifmrsfamily functioning to the families,
from which they choose. Professionals provide agvisupport ang
encouragement to families on the basis of theircelso

=

Family centred | The collaboration is based on eglagision making. Professionals are
agents or consultants who strengthen the famiieisting coping strategies.

THE ECOLOGICAL THEORY

The theoretical basis for FCS is found in the syst¢éheory, which describes human existence
in systems of different sizes from the individuaaamily to society as a whole. A holistic
approach is typical for the systems theory; theusoshould be on the whole, not on the
individual or separate parts (Hartveit and Jeng6i2). Bronfenbrenner’s ecological theory
describing the child’s development is a much used eited systems theory within
rehabilitation for children (Bronfenbrenner, 1979he ecological theory is based on the
assumption that child development strives for badabetween the child and the system
surrounding him/her (Bronfenbrenner, 1979). Thddctievelops in close interaction with the
environment. He/she lives his/her everyday lifes@veral different contexts and the theory
stresses the quality and the context of these waramntexts (Bronfenbrenner, 2005). The
child’s development in the ecological theory is hased on the child’s development itself,
rather it is a question of continuous interactietween the child and his/her environment or the
different systems in the model (Bronfenbrenner Blathoney, 1975; Bronfenbrenner, 1989).
Bronfenbrenner (1979; 2005) describes four (fivehaentric systems in which the child
develops. The microsystem is the closest envirohrieera child and includes the family and
home, i.e. where the child experiences the firtgractions. The microsystem also contains
relatives, friends, neighbours and the institutidreschild is related to, i.e. day-care, school and

later on work (Garbarino, 1990). The theory is aatled the bioecological systems theory.



Biology is seen as the base in the ecological thebe microenvironment and the fuel for
development. Within the bioecological system theividual is active in his/her own
development (Bronfenbrenner, 2005). The next les¢he mesosystem, which comprises the
linkage and processes that take place betweennwmwie settings in the microsystem, i.e. the
mesosystem is a system of microsystems. All the@@mwental relationships in which the child
Is involved are included in the mesosystem. The tvex levels are systems that only indirectly
have an influence on the child and his/her devetagnThe exosystem includes, for example,
the parent’s workplaces and the teacher’s or tis€safmome environment (Bronfenbrenner,
2005). Also rehabilitation and education for pasead well as adaptation-access-courses belong
to this system. The macrosystem is the outermdgiralicontext in society and it consists of
the overarching pattern of micro-, meso- and exesys characteristics (Bronfenbrenner,
1989; 2005). It includes the educational systemabgitation, health care and social care and
all the laws included (Tonttila, 2007). Later alsochronosystem was developed. The
chronosystem refers to how environmental factoengb over time (Bronfenbrenner, 1989;
2005). As a child grows older the processes ara@extssarily the same as they were when the
child was younger.

All systems interact and an occurrence in one systaeflected in the others. In the ecological
theory, the family is seen as the most valuablecsoof support for the child and can give
important insight into the coping strategies nee@dnfenbrenner, 1979). The family’s own
activity is considered an important factor in FC$he family is seen as part of a societal
context and the child develops in a sociocultungirenment (Gallimore, 1993).

In an FCS approach it is important to support amghaver the family in all the different
ecological systems. Also professionals working wathldren and youth with CP belong in
different ways to the various systems. The micr@syscontains rehabilitation settings and the
rehabilitation professionals which the child isrmmediate contact with (Tonttila, 2007). In the
mesosystem, on the other hand, social networkbualteand for a family with a disabled child
this system is important for support in caregivif@arbarino, 1990), i.e. support by
professionals. In the exosystem, quality, quartitgl flexibility in the rehabilitation process are
important factors for a child with a disability arfds/her family (Tonttila, 2007). The
professionals are part of the rehabilitation systeich have to respect all the laws, directives and
standards in their work. Finally, in the chronosystprofessionals take part in, for example, the
child’s transition to day-care, school and adullthecare. In this thesis, the professional’s
activity in all these systems is studied.

PARTICIPATION



The ecological theory as well as the family-orienteodel both expresses different levels of
participation. Professional participation, familgrficipation and through family participation
also the child’s participation in the rehabilitatioractice, as well as the child’s participation in
his/her everyday life at home, at kindergarterscéool or at the playground. The meaning of
participation is not unequivocal and several dafins occur. A semantic analysis of the word
shows that participation can mean inclusion, beflamghaving mutual responsibility for
something or to take part. Taking part here meakmd part in a social commonality, an
activity or a task i.e. at school (Gustavsson, 20i¢lusion means being included in a context
(Molin, 2004). Belonging means belonging to certaotial contexts and certain relations
(Larsson, 2004). Participation seems to be expegtbor be observed in the cross-line between
the individual and the environment (Almqgvist et &004). Participation was also defined as
involvement in a life situation reflecting the im@tlual, the activity he/she is doing and the
environment where he/she lives or acts (Palisan@l.et2011; Livingston et al., 2012).
Participation has revealed special attention inlthernational Classification of Functioning
Disability and Health, which during the last decddes become an important reference in

rehabilitation settings.

2.2 THE INTERNATIONAL CLASSIFICATION OF FUNCTIONING , DISABILITY
AND HEALTH

The International Classification of Functioning &bdity and Health (ICF) belongs to the
“family” of international classifications of the Wid Health Organization (WHQO) and provides

a wide range of information on health-related congmts of well-being and functioning
(WHO, ICF, 2001). It was developed as a resulhefdhange in paradigm from a medical point
of view where people with functional limitations rgeclassified as handicapped (consequences
of a disease or trauma) to a biopsychosocial appragere the limitations are seen also as a
result of the environmental barriers. Through tlaeadigm shift the individual is seen as a
participator in the society and his/her functioningeveryday life is the starting point (Pless,
2011). The ICF version for children and youth (IC¥) was developed in 2007 as a response
to the need for a version of the ICF which couldused for children and adolescents in



different sectors, such as the health, social dodation sectors. The ICF-CY was designed to
record the changes in physical, social and psygitab development of children and youth
during their first eighteen years of life (WHO, ICFY, 2007). In ICF-CY functioning is seen as
part of the dynamic developmental process thagieddent on continuous interactions with the
family. The interactions with family members andet support the child's ability to be
engaged and patrticipate as well as to sociallyastdWHO, ICF-CY, 2007).

The purpose of ICF-CY is to describe the child actioning, the level of severity of the
limitations as well as to identify the environmérigetors that influence functioning in a child’s
everyday life (WHO, ICF-CY, 2007; Pless and Gradlu2011). The model is, however
universal, and it can be used to describe fundétoall people, not only people with limitations
or disabilities. It becomes a model of disabilithem a severity qualifier is added to indicate
functional limitations or restrictions (Adolfsso2011) (Figure 1) It is designed to serve
professionals of different disciplines and fronfetiént sectors and has been shown to serve as
a common language for describing health and heel#ted states (Adolfsson et al., 2010;
Bjorck-Akesson et al., 2010; De Oliveira Andradalet2011).

Health/Disability

l
| | |

Body function o
and structure Activity Pal‘t-lc.lpat.lon
Impairment Activity- Participation-

| limitations [ restrictions

| !

Environment Personal factors

Figure 1. The conceptual model of the ICF-CY (WHCE-CY 2007).



THE STRUCTURE AND USE OF ICF-CY

The ICF-CY (and ICF) can be used either as a mada$ a classification. As a model ICF-CY
is interactive and bidirectional. It can be usedhageneral level, to ensure that all the aspects of
a child’s functioning are taken into consideratiwnen e.g. describing the child’s needs in
individual plans (Pless et al., 2011; Socialstye]s2003). Instead of seeing the child as a
patient, helpseeker or client, the model facilggteofessionals to see the child as a member of
society with all the rights and responsibilitieheTactivities and participation in the child’s
everyday life therefore become crucial. An inapilib be active or to participate can be
described by both the environmental context andacheristics of the individual (Pless et al.,
2011). When using the ICF-CY as a classificatiamcfioning is classified and coded in a
hierarchical structure starting with two parts (Fig?2).

The two parts of ICF-CY each consists of two congmts. Part one, functioning and disability,
comprise the components body functions and bodyctsires as well as activities and
participation. Part two, contextual factors comgsishe components environmental factors and
personal factors. Each of the components can beessgd in either positive (functioning) or
negative (disability) terms. Body functions are gibjogical and psychological functions of the
body system, whereas body structures are anatopactd of the body. Activity is defined as
the execution of a task or action, and participa@s involvement in a life situation (WHO,
ICF, 2001; ICF-CY, 2007). Life situation is defined activities with a personal or socially
meaningful goal (Law et al., 2011). Participaticas lreceived special attention in the ICF-CY
version, as the nature and settings of life sibmadire different for children and youth compared
to adult life. As the child develops and grows dlse level of participation differs (Adolfsson,
2011). When ICF-CY is used as a classification, tiwe dimensions of activities and
participation are merged into one component (Fgdreand 2). In the model Personal factors
can be taken into consideration, whereas in thesifieation they are not classified due to the
large social and cultural variance associated thigm.

Environmental factors are defined as the completkdround of the child’s living and are
organized in two different levels, the individualél and the societal level. The individual level
consists of the child’s immediate environment sachome, day-care, and school, whereas the
societal level describes the social structuresratolie child, such as systems in the community,
government agencies, and laws and regulationsindatectly have an impact on the child.
Personal factors are the child’s individual backgdy including gender, age, fitness, lifestyle

coping strategies, education and personal experi@hieiO, ICF-CY, 2007).



Each component in the ICF-CY consists of varioumma@os and each domain of various
categories which are the units of classificatiotas§ification is structured and organized into
chapters and domain headings under which are conuatgories. Each component has a
letter prefix to symbolize the component (see Fgix. The letters are followed by a numeric
code starting with the chapter number and follolwgdhumbers in the different levels (up to a
fourth level). Activities and Participation are eodas one component, but can be used
separately and then the prefix d is replaced cavity) or p (participation) (WHO, ICF-CY,
2007; Pless and Granlund, 2011).

Since its publication the ICF-CY has been used alssification or a model (Morris et al.,
2005; McDougall and Wright, 2009; Cerniauskaitalet2011; Maxwell et al., 2012). The ICF
and ICF-CY has been criticized for not being felastio use in clinical settings (Adolfsson,
2011). Several shortened versions of the ICF haea developed and defined to facilitate their
use. The ICF checklist is a shortened version @i@f, containing all four components in one
level chapter and two level categories (WHO, 2D8ert et al., 2004). In addition, separate
core-sets are also defined for use with certaimepatgroups and these include the most
important categories for the particular patientugran focus (Grill et al., 2006). However, no
core sets for any group of children with disalabtihave been developed so far. An often used
method for analyzing the presence of ICF/ICF-CY anstudy are the linking rules, a
standardized process used to link outcome measur@sinterventions to the ICF/ICF-CY
(Cieza et al., 2002; Cieza et al., 2005). Beyorm$ehapplication instruments of ICF and ICF-
CY also different training tools and questionnalase been developed (WHO, 2012).



=2

Part 1 Part 2
Parts Funqtlon_lr_lg and Contextual
disability factors
[
Body Body Activities/ Environmental Personal

Componets| fynctions (b) | structures (s)| | Participation (d) factors (e) factors
Constructs Change in body | Change in body Capacity/ Facilitator/
qualifiers function structure performance barrier
1st level 8 chapters 8 chapters 9 chapters 5 chapters

\ \ \
an level 118 categories 56 categories 132 categories 74 categories
3rd level 351 categorie 166 categorie 394 categorie 185 categorie
A" level 54 catedorie 99 cateaqorie 17 cateaorie 9 cateories

Figure 2. The structure of the ICF-CY (WHO, 200A&dapted from Paltamaa (2008) and
Adolfsson (2011).

2.3 THE MULTIDISCIPLINARY TEAM

Rehabilitation services for children and youth wdikabilities require participation and sharing
expertise from several different health and soaate professionals (Yerbury, 1997;
Rosenbaum, 2007). Finnish legislation recommenkghiétation to be planned and followed
up by a team involving multiple disciplines (Risear2008; Sl 2012). Best practice in health
care today is working in teams, and teams are derei to provide better care and
rehabilitation than professionals working in ismat (Firth-Cozens, 2000). Co-ordinated
multidisciplinary team work gives several benefis the child in rehabilitation settings and
services. Improved communication between profestsamnd professionals and child/parents, a
clear role for the family in the rehabilitation pess, consensus on management, shared
documentation and clear coordination have shovetadvantageous (Yerbury 1997; Choi and
Pak 2007). This approach can also contribute taampg functional outcomes and reduce
costs (Bent et al., 2002; WHO, 2011), and to beiseful when the aim is to solve real-life or

everyday-life problems (Choi and Pak 2006). Memlaéra well-functioning team sense less
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stress, i.e. produce better services through aegreanse of participation and support (Firth-
Cozens, 2001).

Multidisciplinary teamwork is, however, sometimeficult to achieve. Such difficulties might
arise from poor processes of team functioning,iglise conflicts and poor communication
between professionals (Choi and Pak, 2007). Alfferaig knowledge and attitudes towards
how to achieve good outcomes as well as hierardcbrganizations, i.e. authority and unsure
responsibility roles can make team working compaled might stand as a barrier (Firth-Cozens,
2001). Team working is sometimes seen as time ooing,l and enough time for teamwork and
development is not always available (Carter e803). Sufficient resources to allow time for
good communication both with clients and within tkam is needed in all team organizations
(Firth-Cozens, 2001). It is important to ensurd #ibaparticipants in a team know his/her role.
Insecurity might lead to increased stress, a fgalinbeing undervalued and enhance poor staff
morale. There might also be a risk for providinghteadictory information or that some
information will not be provided at all, if team mbers have an unsure idea as to what fields of
knowledge their team colleagues are covering (denkt al., 2001; Lemieux-Charles and
McGuire, 2006).

Teams are composed of different professionals whgassess a variety of skills and
knowledge to produce good care (Firth-Cozens, 2001lthe literature three types of multiple
disciplinary teams are most frequently describedk@s et al., 2008; Choi and Pak, 2006; Choi
and Pak, 2008): multidisciplinary team, interdiicigry team and transdisciplinary team. The
multidisciplinary team is the most basic level @amn, where multi refers to many, i.e. a team
with several members (Choi and Pak, 2006). In atidmgiplinary team each professional
works as an independent expert who assesses tbes#ts goals, determines an intervention
and evaluates the improvement separately (Wilse@hRirrie, 2000). The team members act
within their own professional curricula and workl@pendently of the others, in a way locked
within their own disciplinary boundaries (Choi aRak 2006; 2007). In a multidisciplinary
team there is, however, some collaboration acrosfegsions. Team members can use skills
and knowledge from the disciplines representechair tteam and the team can also discuss
intervention strategies and plans. A multidiscigtinteam is usually led by a physician, who
also has the final responsibility for the childare Therefore, the multidisciplinary team has
been defined as a hierarchical team (Patel €G@08). The word multiprofessional team is used
as a synonym for multidisciplinary team, especiailfeurope and Canada (Patel et al., 2008).
In an interdisciplinary team there is a more comicative atmosphere. All team members

share the responsibility for the decisions madmitaboration (Choi and Pak, 2008). The work
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in an interdisciplinary team is more like a pro¢egisere each member shares his/her expertise
with the others (Patel et al., 2008). Goals areirsebllaboration and then the members co-
ordinate their input according to the goals (Chod &Pak, 2006). The process is time
consuming, and time is usually reserved for infdromasharing and discussion (Isoherranen
2006).

Pirrie and coworkers (1998) defined the differehetveen multi and interdisciplinary in three
dimensions: numerical, territorial and epistematagi Numeric refers to the number of
members in a team. Only two professionals fromedfit disciplines are called inter- but it
becomes multi- if there are three or more profesdgoworking together. Territories refer to the
disciplinary boundaries that professionals in atmigciplinary team have. Professionals in a
multidisciplinary team usually have the same episiegical view, even if a shared
understanding is not guaranteed. In an interdis@pf team, on the other hand, the boundaries
are blurred and there might be new ways of workaggther (Nolan, 1995; Pirrie, 1998; Choi
and Pak, 2006).

Transdisciplinary team work has been defined agnating “the natural, social and health-care
sciences in a humanities context” (Soskolne, 2@b@i and Pak, 2006; Stokols et al., 2008). In
transdisciplinary work professionals change roles start their work by looking at the child as
a whole. Each professional helps the others toiecgkills that are needed (Stokols et al.,
2008). Goals are set in collaboration and skilks strared (Choi and Pak, 2006). Exchanging
professional skills requires trust and couragecteept that other professionals can do what they
were trained to do and to accept to do work that was not trained to do. Transdisciplinary
work requires the capacity to share information tmdhake professional boundaries invisible
(Isoherranen, 2006).

2.4 CEREBRAL PALSY

The term cerebral palsy is probably one of the rfaostliar disorders both for professionals in
the area of health care and social services anthéofman in the street” (Morris, 2007). The
cause, definition, classification, outcomes of fior@l impairment and best treatment however,
are not necessarily clear even for the most expezat clinician. Cerebral palsy as a disorder is
complex and heterogeneous and there has beenussist of the most valid definition for
decades (Bax and Brown, 2004). A need for a comintgrnational terminology, new
knowledge and understanding of developmental nénlogy as well as the idea that the

12



treatment of persons with CP should be managedrbyltidisciplinary team have led to a new
definition of CP. This new definition, modified bhyembers of an international workshop
organized by an Executive committee 2006, is doaixeakeas follows:
“CP describes a group of permanent disorders o thevelopment of
movement and posture, causing activity limitatiptiggt are attributed to
non-progressive disturbances that occurred in teeetbping fetal or infant
brain. The motor disorders of cerebral palsy ar¢éenfaccompanied by
disturbances of sensation, perception, cognitioommunication and
behavior, by epilepsy and by secondary musculdskelgroblems.”
(Rosenbaum et al 2007).

Persons with CP have a large variety of symptonasthe definition is broad to cover all the
different issues. Therefore, it is important tatier classify or neurologically describe the type o
CP (Rosenbaum et al., 2007; Krageloh-Mann and Cz069). Traditionally the classification
has been based on typographical distribution ofcédfd limb and dominant type of motor
symptoms (i.e. hemiplegia, diplegia, quadriplegipastic, dyskinetic, ataxic) (Stanley et al.,
2000; Bax and Brown, 2004). Today there is a recentdation to use a more descriptive
classification that includes several componentgséhcomponents are: 1) motor abnormalities,
including nature and typology of the motor disordmnd functional motor abilities, 2)
accompanying impairments, 3) anatomical distributemd neuro-imaging findings, and 4)

causation and timing (Rosenbaum et al., 2007).

CP is said to affect 2-3 children per 1 000 livehs and is one of the most common causes of
serious disabilities in childhood (SurveillanceC#rebral Palsy in Europe, 2000; Westbom et al.,
2007; Krageloh-Mann and Cans, 2009). The sameisatdso reported to be valid in Finland
(Mé&enpaa, 2012) and there are approximately 6000-7fersons with CP in the country
(Halonen et al., 2009). CP is an umbrella term gogeconsequences on motor performance
from lesions or anomalies of the immature braire €hology is a one-time lesion, though often
caused by a cascade of events (Mutch et al., 198®iley et al., 2000). The maturity of the
central nervous system as well as the timing, sizd duration of the lesion are factors
influencing the outcome. About half of the childidiagnosed with CP are born preterm with low
or very low birth weight (Pharoah et al., 1996; ¢etbh-Mann and Horber, 2007) and the most

common lesion is seen in the periventricular whitgter (Krageloh-Mann and Cans, 2009).
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CP is the most common diagnosis among childrenaaloadescents with motor disabilities in
rehabilitation services internationally (Surveiltanof Cerebral Palsy in Europe, 2000) as well
as in Finland (Halonen et al., 2010). It is a tfed disorder and life expectation is about the
same as for the healthy population in general @k Brown, 2004; Edwards, 2004). Persons
with CP need long-term rehabilitation and treatntemughout their lives. Children or youth
with CP do not face challenges limited to physicgdairments alone; rather the accompanying
impairments also have a major impact on the funeig in everyday life. Children with CP
usually receive structured and intensive rehaboita psychosocial and educational support and
are systematically followed by health-care sery&#venson et al., 1997). A wide spectrum of
different treatments and interventions, as wellgesat variations in therapy frequency and
intensity, are used to modify the natural coursehef disorder (Bower et al., 2001). Lately,
activity-focused, goal-directed therapy has showive effective in rehabilitation for children
with CP (Ketelaar et al., 2001; Ahl et al., 200%wing et al., 2009; Léwing et al., 2010;
Starvold and Jahnsen, 2010; Sgrsdahl et al., 21@kll as a family-centred approach (King et
al., 1999; Jansen et al., 2012). Recently RosenlendrGorter (2012) calls for rehabilitation
not only to focus on function, but also incorporéiteess, fun, friends and future. These
multidimensional issues and concerns cannot effdgtbe managed by one professional alone.
Therefore, multidisciplinary teamwork is highly eeemended in the rehabilitation services for
children and youth with CP (Rosenbaum et al., 20®dd et al., 2010).

2.5 REHABILITATION SERVICES FOR CHILDREN AND YOUTH WITH CP IN
FINLAND

Finland ratified the United Nation’s Declarationtbe rights of the child. In the declaration it is
stated that it is the child’s right to achieve filkest possible social integration and individual
development as well as the right to active pawittgm in the community (article 23). It is also
stated that the best interests of the child shallob primary consideration in all situations
(article 3) and there should be respect towardspérent’s responsibilities, rights and duties
(article 5). In Finland, rehabilitation is seenaasinvestment in the future (The Rehabilitation
Statement 2002). It should always be goal direatediaim to prevent and maintain the ability

to manage everyday life (Autti-Ramad, 2008). Themeements of rehabilitation organization
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are legislation, organization and financing of keliation service and the professionals

working in the rehabilitation field (Paatero et 2008).

Municipal health care has the main responsibildy &rranging medical rehabilitation. It is
based on the rehabilitation legislation, whichasdd on the Public Health Act (605/1991), the
Act on Specialized Medical Care (609/1991) andhenAct on Health Care (1326/2010). The
rehabilitation law concerning the Sl was renewedl991 with the purpose of unifying the
rehabilitation organization and to ensure servioe évery individual with a disability,
irrespective of the region the person is living Another purpose was to elucidate the
rehabilitation services, rehabilitation financingdadistribution of work between the different
organizers (Autti-Ramo et al., 2011). In the remgmprocess the Social Insurance Institution
was assigned statutory liability to provide sowdlldemanding medical rehabilitations for
persons with severe disabilities (610/1991, 56@208evere disability in the law is defined as
as “a person whose medical and functional limitegicesult in need of rehabilitation services at
least for one year, who does not receive instiigiaccare and whose functional limitation or
disability results in extensive difficulties in eyday life”. Furthermore a possibility to enhance
and maintain functionality through rehabilitatios required (566/2005). The medical
rehabilitation for children with severe disabilgies aimed to maintain functional ability (later
on also work ability) and promote autonomy for thddren who have a long-lasting need for
rehabilitation (the SllI, 2012).

The medical rehabilitation provided by the Sll@retimes demanding from the family’s point
of view as implementation of the rehabilitation supposes co-operation between many
different actors and organizations (Jarvikoskilet2912). Eligibility for medical rehabilitation
through the Sll presupposes the need for rehdhmlitand that children under 16 years of age
have in addition been granted disability allowaatthe middle or highest rate. The middle rate
is provided for children whose need for care is aledimg on a daily basis and for the highest
rate where committed round-the-clock care is need®ih increasing age the need for
rehabilitation and daily care often reduces, whiehturn leads to a situation where the
responsibility for organizing the rehabilitationtransferred to the municipality. In addition, if
the organization responsibility is unclear (i.egwaness of the person's level of disability) the

municipality has the ultimate responsibility (Healtare Act 2011).

In all the rehabilitation laws and directives ipiginted out that the client is in focus and thiat a

rehabilitation should start from the client’s neetis enhance the rehabilitation path for the
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individual there is a law concerning rehabilitatmpilaboration (497/2003; Paatero et al., 2008).
According to this law there should be a collaboratbetween professionals and organizations
at the local level (a spokesman from the educaemwice, social welfare, the Social Insurance
Institution and public health), the regional leV@lospital district) and the national level

(advisory board named by the government) (Kettueeml., 2009). Children usually have

several plans, like an educational plan, a soemice plan and a rehabilitation plan, with goals
according to the child’s situation. The differeatvices should form a whole which should be

presented in a comprehensive rehabilitation platt(len et al., 2009).

THE REHABILITATION PLAN

A requirement for starting rehabilitation or gedtifinance for the rehabilitation is the
rehabilitation plan (Rissanen, 2008; 2005/566 8®)8The rehabilitation plan has to be set by
the public sector responsible for the child’s Heedire. Also when the Sl is the organizer and
financer of the rehabilitation the plan has to badenby the public health care. The formal
rehabilitation is then, however, organized by thke Bhe rehabilitation plan is defined as a
written document made by the physician in chargethw physician together with a
multidisciplinary team (Rissanen 2008; the SlII, 201The plan should always be made
together with the client or with the client and/he family. In general there are certain factors
that should be present in a written rehabilitaptan. These are: 1) the compiler of the plan, 2)
client information, 3) evaluation of the need dfiabilitation, 4) rehabilitation goals, 5) actions
and steps according to the goals, 6) social sewvi¢g evaluation and follow-up, and 8)
communication between the client and the rehatiditaprofessionals (Rissanen, 2008). The
rehabilitation is arranged to enhance or keep agkiild’s functioning and ability to manage in
everyday life. The Sl require that the plan shoo@htain information about the person's
disease, life situation, medical or functional idiffty in daily life, rehabilitation goals and the
persons commitment to the goals as well as thebilédhion service needed (including
schedule, timing, duration, sectioning) with reasma realizer. In addition, it is desirable to
mention who was present when the rehabilitatiom plaas made (Standard for medical
rehabilitation arranged by SllI, version 5/1.1.2007)

The rehabilitation plan has two main purposes.tkins a document required by law. In that
sense it is a document which provides informati@mf one organization to another, i.e. a

document for professionals, decision-makers andnfirers (Nikkanen, 2010). On the other
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hand, it is also a document in which the child"sliced and functional state is documented as
well as the goal and intervention plan. Thus, iaidocument which facilitates the family to
carry out and be engaged in their rehabilitatimcess (Jarvikoski and Harkapaa, 2004).
Rehabilitation planning for children and youth witbP is complicated, complex and
challenging. In the neuropediatric wards at thetrekrand university hospitals in Finland,
rehabilitation is planned by a multidisciplinanate. The rehabilitation is usually planned for
12 months, but the time period can be shorter wherthild’s situation is difficult to anticipate
or longer when the developmental trajectories aetirof rehabilitation can be forecasted (the
Sll, 2012). It is also important to notice thatrpiang rehabilitation for children and youth is a
multifaceted process, and several aspects hawetakbn into account (Figure 3). Professionals
need to accept that rehabilitation is not alwagdized as planned and that planning the correct
most effective interventions at optimal timing foe child is not always possible (Autti-Ramo,
2008).

Parent’s resourc Clinical experienc

The child’s attribute Available resource

Evidenc-based interventiol

Figure 3. Factors influencing rehabilitation plarmiAdapted from Autti-Ramo (2008).

GOAL SETTING

In rehabilitation planning, goal-setting is fundamaé, as goals reflect the desired outcome of
therapy. Goals are considered to enhance motivatidrfacilitate the individual to strive for the
goal to be reached (Locke and Latham, 2002; SiegettTaylor, 2004; Mastos et al., 2007;
Cusick et al., 2007). Clinical observations, stadidtad tests, interviews and written reports

from different sources are used to evaluate chamggsal-based outcomes (McDougall and
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Wright, 2009). Clear and demanding goals leadhigler level of task performance than vague
and abstract goals (Locke and Latham, 2006). Aaegig goals should be precise, explicit and
well defined in order to allow evaluation of outcesn(Siegert and Taylor, 2004), as well as
communicated in an understandable way for all ve@lin the rehabilitation process, financers
included (Schut and Stam, 1994). Goals should bésset demanding enough to enhance
motivation, but easy enough to be attainable. Hlgare set by the person himself/herself, are
realistic and measurable this enhances self-effieal facilitates commitment to the goals
(Locke and Latham, 2002; Asenléf et al., 2005).

Setting goals is a collaborative process (Siegadt Baylor, 2004) and shared goals with all
involved in the decision-making process is reconuedn including the family, the
rehabilitation team and others participating inrdleabilitation of the child (Siegert and Taylor,
2004; Nijhuis et al., 2008a). There might, howeeenerge conflicts between what the child/the
family and the professionals consider as importarals (Schut and Stam, 1994; Siegert and
Taylor, 2004). Maggs and coworkers (2011) found ¢hddren and parents expressed different
needs, whereas Missiuna et al., (2012) found thi&dren do not select the same goals as their
parents. In the pediatric rehabilitation settinday there is an emphasis on setting goals that
are meaningful for the child and the family whid¢bcus on the child’s success in completing
activities, functioning and participation in eveaydlife (Darrah et al., 2001; Ketelaar et al.,
2001; Ahl et al., 2005; Lowing et al., 2011).

Several techniques, skills and tools have beenlales® to support the process of goal-setting
(Schut and Stam, 1994), and many advocate the SMA&®nym (Specific, Measurable,
Achievable, Relevant, Time-limited) as a factorsb® considered when setting goals in a
rehabilitation setting (Barnes and Ward, 2000). |&age recommended to be set as long-term
and short term goals, i.e. new skills or competeruaping to reach a long-term goal in a

reasonable amount of time (Siegert and Taylor, 2004
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3 AIMS

The overall aim of this thesis was to explore aescdbe the family-centredness and
rehabilitation planning procedure for children godth with cerebral palsy in Finland. The
overall research question was: how do professiamatking with children and youth with
cerebral palsy describe and document the rehaiwiiitplanning procedure? Special focus was

placed upon identifying how family-centredness waceived by professionals and parents.

The specific aims were:

- To explore the family-centred behaviour of profesais in multidisciplinary teams and
physiotherapy service providers working with cleldiand adolescents with cerebral
palsy (Study I)

- To explore the degree to which parents experidmesérvice provision as family-
centred and to which extent the professionals iltidsciplinary teams experience their
service provision as family-centred (Study 1)

- To explore the service provider’s experience oféhabilitation practice for children
and adolescents with CP (Study IlI)

- Toinvestigate the interrelation between the chiliteds and functional difficulties and

the therapeutic goals as documented in writtenbigtagion plans (Study V)
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4 MATERIALS AND METHODS

Over recent years, the Sll has conducted and fethaccomprehensive research project on the
rehabilitation of persons with severe disabilitigsich contained systematic reviews (Jeglinsky
et al.,, 2010; Peurala et al., 2012), evaluationcurfrent practices (Paltamaa et al., 2009;
Paltamaa et al., 2011) and perspective on childrehtheir parents (Jarvikoski et al., 2009;
Jarvikoski et al., 2012). Furthermore, the develephof new models of interventions has been
studied; of which part are currently in the analgzphase (Karhula et al., 2012). In this thesis
the focus is primarily on professionals in multaidinary teams taking care of children with
CP.

STUDY DESIGN

The four studies were designed to encompass cespmcts of rehabilitation services for

children and adolescents with CP, i.e. family-cetteservice and rehabilitation planning.

Primarily a quantitative approach was used, whiels @escriptive in nature. To get a deeper
understanding of the rehabilitation planning prageda qualitative approach was chosen in
study Il (Figure 4).

[ Family-centredness J
A A
! |
' |
| STUDY | [
[ Professionals’ STUDY I . |
self-assessment Parents” an
I of ECS professionals” self- |
| assessment of FCS |
! |
' |
| |
I STUDY llI STUDY IV
: Profes_sionals,f’ Written rehabilitation
experience o e
| rehabilitation p
|
v
[ Rehabilitation planning ]

Figure 4. Methodological schema at the beginninidpeffour studies. FCS=Family-Centred

Service
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The first and second study were surveys using questires, the third study was a qualitative
study using focus group interviews as the datacttin method. Finally the fourth study was a
retrospective cross sectional study where writedralilitation plans were used as the source of

data collection (Table II).

Table II. Aims, study groups, study design and dataysis for the four studies included in the
thesis. FCS=Family-Centred Service, MPOC= MeaswksProcess of Care, ICF-CY=

International Classification of Disability and HemglChildren and Youth version

Study| Aim Study groups/ Study design | Data analysis
Material

I Evaluation of Professionals in Survey Descriptive
professionals” experiengemultidisciplinary teams statistics,
of FCS and physiotherapy MPOC

private practioners Syntaxes,
Analysis of
variance
(ANOVA)
Post-Hoc Test
(Tukey)

Il Evaluation of parents” | Parents of children and | Survey Descriptive
and professionals” youth with CP statistics,
experience of FCS Professionals in MPOC

multidisciplinary teams Syntaxes,
Analysis of
variance
(ANOVA)

1] Exploration of the Professionals in Qualitative Content
procedures and practicesmultidisciplinary teams | focus group | analysis
in rehabilitation planning interview

v Investigation of the Written rehabilitation Retrospective| Descriptive
interrelation between plans Cross statistics,
needs/functional sectional Kappa
difficulties and goals as statistics,
well as parental Analysis of
participation and variance
multidisciplinary work (ANOVA)
using ICF-CY as a
reference
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4.1 STUDY POPULATION, MATERIAL AND PARTICIPANTS

Stupy |

The study population consisted of the neuropediatmiltidisciplinary teams involved in the
rehabilitation planning process for children anadlescents with CP in 1) all 21 central and
university hospitals in Finland (n=282 team memparsd 2) the three government special
schools (n=45 team members) and finally 3) physiathy service providers/private
practioners, who informed that they had treateddadm with CP during 2007, who had a
contract with the Social Insurance Institution dgrthe same year and who had participated in
a national survey of rehabilitation practice dur@P8 (n=438). By contacting the chief senior
physician at the hospitals and schools, the tatadber of professionals working in the teams
was received (i.e. not the number per profession).

Two hospitals informed that they had not treatetten and adolescents with CP during the
previous year. Of the remaining hospitals all thgetl73 (66%) team members participated.
From the government special school 28 team mengetipated in the survey (62%). The
professionals in the multidisciplinary teams représd ten different occupations. Of the
physiotherapy service providers, 124 informed ttiety had not treated any children or
adolescents with CP during the past year, of themng physiotherapy service providers 311
participated (99%) (Table 111).

Stupy I

Parents of children and adolescents with CP, mgsitielsinki and Turku university hospitals
during April and May 2008, were invited to anonyralyuevaluate the FCS at the hospital’s
neuropediatric wards. During the time period altofa67 children and adolescents with CP
visited the wards. Simultaneously, professionatamfrthe same two university hospitals’
neuropediatric wards participated in Study I. Taabée to identify strengths and weaknesses in
service delivery from both parental and profesdipeaspectives data from Study | concerning
professionals at these two university hospitals ugzsl.

A total of 53 (79%) parents completed the questmen(n=28 from Helsinki university
hospital and n=25 from Turku university hospitdljventy nine of the multidisciplinary team
members participated at the survey (n=9 from Hkisiniversity hospital and n=20 from Turku

university hospital) (Table III).
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Stupy Il

The sample in this study was purposive. Most ofcthielren and youth with CP in Finland are
treated at one of the five university hospitals. tAs aim of the study was to gain a deeper
understanding of the rehabilitation planning pragedthe team members in the neuropediatric
multidisciplinary teams at the university hospitatsre invited to participate in the study.

All together 45 professionals from all five univiéyshospitals participated in the study
representing nine different professions (Table 111)

Table Ill. The participants in study I-1ll. The tifent professions and the parents are presented
as numbers. Huh=Helsinki university hospital, TubekD university hospital.

STUDY | STUDY Il | STUDY Il
Profession Hospital* / Huh/ Tuh
School
Nurse 36/3 1/4 7
Physiotherapist 24/8 2/5 8
Physician 23/2 0/2 6
Social worker/ 22/2 0/2 7
rehabilitation guide/instructor
Occupational therapist 16/7 2/2 7
Speech and language therapist 15/2 11 S
Psychologist 14/2 1/1 4
Other ** 16/2 2/3 1
PT service providers 311
Parents 28/25

*seven subjects did not mention their profession
**teachers, nursemaids/child care worker, admiafste staff
Overlapping: The professionals from Helsinki andKDwiniversity hospitals in Study | were includedStudy II.

Stupy IV

The material in Study IV consisted of randomly a#dividual written rehabilitation plans
from the register of the Social Insurance Instittior 77 children and adolescents with CP in
four different age groups; 1-2 years, 5-6 yearsldYyears and 15-16 years. There is usually
some kind of transition in the lives of Finnish Ildhen in these age groups: 1-2 years the
diagnosis of CP might be stated and day-care naaly 5t6 years pre-primary school starts, 11-
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12 years the child transit to secondary schooll@%khe youth transit to further education/high
school and to adult health care. These age groeps ghosen as it was hypothesized that the
transitions would be visible in the written goalde individual rehabilitation plan includes
statements from primarily medical doctors/physisjarbut also from members of
multidisciplinary teams. The plans can also incluaie an enclosure, statements from private
practitioners/service providers working with theile¢hin his/her home region as well as
statements from the child’s day-care centre/pmgny school or school. The inclusion criteria
for the rehabilitation plans were: 1) plans fromldrien and adolescents who had an ICD-10
classification group of G80, 2) children and adoéegs to whom rehabilitation had been
permitted and financed through the Social Insurdnsttution during 2007, and 3) documents
that contained either a short-term or long-termviddal rehabilitation plan (six month to three
year plan).

Written rehabilitation plans from 70 children amdbkescents were included in the study. The
mean age was 9.1 years (SD 5.5), a few more bays dhls and most of the children were
diagnosed with bilateral (n=23, 33%) or unilat€red22, 31%) spastic CP. Thirty one had been
classified according to the GMFCS levels I-V, thstiwere classified according to the GMFCS
levels by the authors, based on the descriptionfurdtional difficulties in the individual
rehabilitation plans. Manual Classification Syst@ACS) and Bimanual Fine Motor Function
were not documented in any of the children’s p(@able 1V).

Table IV. Characteristics of the children and asoémts whose individual rehabilitation plans
were analyzed in study IV. Number of children icleage group, gender presented as number
of girls/boys, and number of children in each ICDelass. Gross Motor Classification System
(GMFCS) is presented as number of children in ¢z,

G80=cerebral palsy, G80.0=Quadriplegia, G80.1=ipleG80.2=Hemiplegia, G80.3=Dyskinesia, G80.4 MAtax
(G80.8=0ther CP, G80.9=Unspecified CP.

Age | n | Gender ICD-10 GMFCS

in girls/ (v v
years boys G80 | G80.0 | G80.1| G80.2 | G80.3 | G80.4 | G80.8 | G80.9

1-2 | 16| 8/8 2 |0 3 7 0 0 2 2 5 2 2
5-6 | 18| 8/10 0 1 6 9 0 1 0 1 3 4 0
11- | 18|9/9 0 1 5 5 2 1 3 1 5 3 1
12

15- | 18] 6/12 1 |2 9 1 3 1 1 0 5 1T 2
16
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4.2 DATA COLLECTION

In studies | and Il, two versions of the Measur@aicesses of Care (MPOC) were utilized. The
professionals replied to MPOC for Service ProviddOC-SP) and parents (Study II) to
MPOC- 20 (MPOC-20). The MPOC instruments are sedkasment questionnaires developed
for families and pediatric service providers toleate the implementation of FCS (Woodside et
al., 2001; King et al., 2004). Both instrumentsdatiown very good internal consistency, test-
retest reliability and validity in the original Eigh versions as well as in translations
(Woodside et al., 2001; King et al., 2004; Siebkeal.e 2008). The MPOC-SP consists of 27
questions in four domains: 1) Showing Interpers@whsitivity, 2) Communicating Specific
Information, 3) Providing General Information, adl Treating People Respectfully. The
MPOC-20 consists of 20 questions in five domain€rdabling and Partnership, 2) Providing
Specific Information, 3) Providing General Informoat 4) Coordinated and Comprehensive
Care, and 5) Respectful and Supportive Care. Téteuments allow comparisons to be made
between parental and professional perceptionsreiceedelivery (Woodside et al., 2001). The
response rates for both instruments” scores raingi@d0-7, with options ranging from 1 (not at
all) to 7 (to a great extent). Zero (0) means thatstatement was not applicable. The statements
or questions for the professionals were, e.g. Hpast year, to what extent did you....?” and
for the parents, e.g. “To what extent do the peopi® work with your child....?”. The
guestionnaires were translated into Finnish withikimd permission of the CanChild Centre for
Childhood Disability Research, McMaster Universityhe validity of the Finnish versions to
Finnish values was discussed in a multidisciplingnyup of experts, and they were judged to
be valid for Finnish practice.

In Study IIlI, focus group interviews were used &nga deeper knowledge of the rehabilitation
planning procedure. A focus group is defined asoamof people with similar background and
experience, who are experts on the topic of intgf@seenbaum, 1998; Krueger and Casey,
2009). The focus group provides qualitative dateandua strictly planned group discussion
aimed to give insight into the stated problem (lgereand Casey, 2009). The members of a
focus group interact with the interviewer and eatifer and do not need to agree or come to a
conclusion in the discussion. The ideal size obeu$ group is five to eight people, but
traditionally a group can be up to 12 people (Kaeregnd Casey, 2009). For the researcher the
goal is to understand the reality of the group memnlin the context studied (Holloway and
Weeler, 1996). Two researchers were involved initherviews, where one facilitated the
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interviews and the other made notes and assisterlinterviews were held at the participants”
work places in a calm and undisturbed environmBmtee content areas guided the interviews:
goal setting, different transition phases, andugeof ICF-CY.

The data in study IV was extracted from writtenatahitation plans for children and youth with
CP, including all the attached files necessaryafiproving the actual interventions documented
in the rehabilitation plans. The children’s andthts documents were randomly collected by
clerks at the Sll who copied, anonymized and dentdbcuments to the researcher

4.3 DATA ANALYSIS

A variety of methods were used to analyze the idatae four studies (Table II).

QUANTITATIVE ANALYSIS

Data was analyzed using the Statistical Packagth&Eocial Sciences, version 19 (SPSS-19;
IBM SPSS Inc. Chicago, IL, USA). Descriptive statis and frequencies were used to derive
background and demographic data (mean, standaratiday range, 95% confidence interval).

The level of significance was set as 0.05.

In Study | and I, the questionnaires were analyaetbrding to the scoring rules and syntaxes
described by CanChild (Woodside et al., 2001; Kehgl., 2004). The differences between the
means of the domains in the questionnaires asasdtletween the respondents characteristics
(Study I) were analyzed by one-way Anova. In Stydgost-Hoc (Tukey) was used for the in-

depth analysis.

In study IV, the Cohen’s Kappa coefficient was usednalyze the agreement between two
raters. Kappa coefficient allows analyses of ages#rby chance, by counting the proposition
of cases that the raters agree minus the proposificases they are likely to agree by chance
(Cohen, 1968; Machin et al., 2007). The contentebfbilitation in relation to the child’s age
and level of severity was analyzed by analysis afiance (Anova). The texts in the
rehabilitation plans were coded according to thE-CY, using the linking rules described by
Cieza et al. (2002; 2005) and the ICF Checklistedesrences. The texts including the goals in
the plans were linked to the most precise code$™oor 2'® and when needed®3evel. The

needs and functional difficulties were considereftected in the goals when the ICF-CY code
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for a need or functional difficulty fell in the santategory as the ICF-CY code for the goal.
Information that was not able to link to a specii¢--CY code was assigned not-definable (nd)
with an abbreviation not definable - developmeuit@rr) for items covering child development
in general (Cieza et al., 2005; Fayed et al., 20IR¢refore categories coded as not definable
were considered as matches only if the same nanhatdé code was found in the

needs/functional difficulties and the goal.

QUALITATIVE ANALYSIS

The qualitative approach in study IV was not guidgdany of the traditional qualitative
methodologies, and the methodology used was threreflassified as a generic qualitative
research (Caelli et al., 2003). The focus of thedwtwas to understand the rehabilitation
planning procedure, i.e. the experience of the idistiplinary team and the aim was to
describe the phenomena. It is, however, importaeiplain the epistemological position from
which the research was begun, in particular ifrds®arch has a generic approach. To strive for
credibility the study addressed the following issbased on Caelli et al.,, 2003). 1) The
theoretical positioning was determined, i.e. wieat fo the research question, what were the
researcher’s motivation and disciplinary affiliatieading to the question. This study was led
by earlier identification of large differences letcontent of medical care and rehabilitation of
children with CP in Finland (Autti-Ramao et al., 2002) To distinguish between methodology
and methods, in this study we used focus groupysisahs a method to collect the data. 3) To
describe the strategies to establish rigor. Spesffalt was taken throughout the study to
enhance rigor by reporting the process and chaiceslation to the research questions. 4) To
examine the data through an analytic lens, i.eryeaspect of the study was guided by the
underlying assumptions of the approach (epistenyolagd ontology). Furthermore, the
research questions were based on the theoretioééxtpthe results of the interviews were
analysed in the light of the theory, which in twere used to obtain the themes.

The interviews were analyzed by qualitative contemalysis described by Graneheim and
Lundman (2004). Manifest, latent and conventiowaltent analyses were used (Graneheim and
Lundman, 2004; Hsieh and Shannon, 2005). Credibilés increased by regular meetings held
by the research team to confirm the coding andscuds the interpretation of the analysis. As
the research team was multidisciplinary (physiahpist, occupational therapist and paediatric
neurologist), the research problem and the datddcba viewed from different angles.
Transferability, i.e. whether knowledge obtaineahirthis study can be transferred to another

similar context, was paid attention to by purposaenpling. The participants had an in-depth
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knowledge of the phenomena under study, the conteas the university hospital

neuropediatric ward and they represented multiolisciry teams.

4.4 ETHICAL CONSIDERATIONS

In accordance with the ethical guidelines stateth@éHelsinki declaration, generally accepted
scientific principles were followed, the design gperformance of each study was clearly
described and the results were objectively andi@ttplreported. None of the studies involved
risks for the participants and participation watuatary. The subjects were all informed of the
right to refuse to participate or to withdraw theonsent to participate at any time without
reprisal.

Studies I, Il, Ill and IV received ethical approviadm the Ethical Committee at the Social
Insurance Institution (3/2008, 4/2008). Study Itawed ethical approval concerning the
parental participation by the university hospital$ielsinki and Turku (420/13/03/03/2008). In
Study | and II, the participants were informed abthe study and participation by an
information letter. Questionnaires were sent to phafessionals by assistants at the Sl and
returned anonymously to the researchers. Paremtatipants were informed by word of mouth
and in writing and were told that participation weauntary. As only the ratings of FCS were
asked about and no background variables, no infbicoasent was obtained from the families.
The questionnaires were returned anonymoulys. udySHl, the professionals who agreed to
participate were given written information aheadrsf interview and verbal information was
given before starting the interviews. As the questiasked were about their experience and no
guestions about the children they treated, no mnéal consent was obtained. In Study IV, the
written rehabilitation plans were made anonymoud aere assigned codes. The data was
collected, reported, stored and handled during ghecess so that the identities of the

participants would not be disclosed.
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5 RESULTS

The findings from the four studies are presentewaing to the overall research question and
the special focus, i.e. how professionals workintn whildren and youth with cerebral palsy
describe and document the rehabilitation plannireggrure with special focus on identifying

how family-centredness was perceived by profestsaral parents.

5.1 FAMILY-CENTRED SERVICE

The professionals in both the multidisciplinarynsaas well as the physiotherapy private
practitioners self-rated their family-centred bebav as fair to moderate. The domain “Treating

People Respectfully” was rated highest and the dortfRroviding General Information” the

lowest (Table V).

Table V. Numbers, mean, standard deviations and YA €r the four domains of MPOC-SP
for the multidisciplinary team members at the htadpi(n=282) and governmental special

schools (n=28) and for the physiotherapy serviceigers (n=311).
Overlapping: The professionals from Helsinki andkluuniversity hospitals in Study | were

included in Study Il and are therefore part oftdean members in this table.

Showing Providing Communicating Treating
Interpersonal General Specific People
Sensitivity Information Information Respectfully
n n n n
Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Hospital 166 123 158 169
multidisciplinary team  5.24 (0.81) 4.47 (1.12) 5.15(1.22) 5.56 (0.67)
members
Governmental special 25 21 25 27
school multidisciplinary  5.07 (0.53) 4.55 (1.13) 5.17 (0.90) 5.57 (0.68)
team members
Physiotherapy service ~ 276 275 289 292
providers (local 5.05 (0.92) 3.72 (1.31) 492 (1.24) 5.65 (0.70)
therapists)
F-value (d.f.=2.415) 2.910 17.649 1.875 1.120
P-value 0.055 0.00* 0.154 0.327
*P<0.05

29



There were statistically significant differenceshow professionals in the multidisciplinary
teams self-rated their family-centredness in thHeoweng domains: “Showing Interpersonal
Sensitivity” (p=0.04, F=2.12), “Providing Generahfdrmation” (p=0.01, F=2.64) and
“Communicating Specific Information” (p=0.00, F=9)8“Providing General Information was
rated highest by social workers and rehabilitagmdes with significantly higher rates than
nurses (p=0.02), occupational therapists (p=0.ad)psychologists (p=0.04). Nurses rated their
FCS significantly lower than the physiotherapigisQ.00), occupational therapists (p=0.00),
speech and language therapists (p=0.00), physier@s00) and psychologists (p=0.00) in the

domain “Communicating Specific Information”.

WORK EXPERIENCE AND FCS

Work experience in the field of rehabilitation fdrildren and youth with CP had an impact on
how the professionals self-rated their FCS. Whenparing the means of the multidisciplinary
team members” ratings in relation to work expemertbere was a statistically significant
difference in the domain “Providing General Infotroa” (p=0.01). Team members with more
than 25 years of work experience in the field dfatslitation for children and youth with CP
rated significantly higher values than those with ¥ears (p=0.02), 6-10 years (p=0.00), 11-15
years (p=0.04) and 16-20 years (p=0.04) of workeaepce. The mean of the physiotherapy
service provider’'s ratings in relation to work exgece showed statistically significant
differences in the three domains “Showing Interpeas Sensitivity” (p=0.00),
“Communicating Specific Information” (p=0.03) andProviding General Information”
(p=0.00). The service providers with more than 2&rg of work experience rated statistically
significantly higher in the domain “Showing Interpenal Sensitivity” than those with 0-5
years of work experience (p=0.01), in the domaionrffthunicating Specific Information” than
those with 6-10 years of work experience (p=0.02) a the domain “Providing General
Information” than those with 0-5 years (p=0.01) 44€l5 years of work experience (p=0.05).

PARENTS RATINGS OF DELIVERED FCS

To localize weaknesses in service delivery, itearswhich 33% or more of the respondents
scored a behaviour occurring between 1 and 4 @hatl” to “to a moderate extent”) on the
MPOC'’s seven-point scale was analyzed. The prafieals rated items within three of the four

domains: “Showing Interpersonal Sensitivity” (2ni®), “Providing Specific Information” (2
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items) and Providing General Information” (5 item&) the items in the domain “Providing
General Information” were areas in which at lea3%3of the professionals responded as
occurring sometimes or less.

In Study II, parents from two university hospitélad the possibility to evaluate the family-
centred processes of care at the hospital’'s neliedpe wards. All together 53
parents/caregivers completed the MPOC-20 questi@nas the parents were few and there
were no statistically significant differences betweparents in the two university hospitals
(enabling and partnership p=0.28; providing generdrmation p=0.12; providing specific
information p=0.24; co-ordinated and comprehensiaee p=0.21; respectful and supportive
care p=0.34) the data were merged. Parent’s remdtthus reported as one group. Generally
parents rated the service as fair to moderate.dbineains “Respectful and Supportive Care”
(M=5.54, SD=0.96) and “Coordinated and Comprehenfare” (M=5.48, SD=1.02) were
rated highest. Lowest was the domain “Providing €saninformation” (M=4.34, SD=1.17)
(Table VI).

Table VI. Number, mean and standard deviation &mepts (n=53).

Domain N (%) | Mean (SD)

Parents/ caregivers

Enabling and 53 (100)| 5.26 (0.94)
Partnership

Providing General Information51 (96) | 4.34 (1.17)

Providing Specific Information 52 (98) | 5.17 (1.22)

Coordinated and 50 (94) | 5.48 (1.02)
Comprehensive Care
Respectful and 51 (96) | 5.54 (0.96)

Supportive Care

Parents located weaknesses in the FCS in thredeofite domains: “Providing Specific
Information” (1 item), “Enabling and Partnership’l (item) and “Providing General
Information” (5 items). Both parents and profesalsrrated weak the items providing written
information of what the child is doing in therapwyving written information available about the
child’s disability and providing information on hdw get in contact with other parents. Both
parents and professionals also identified as a mesakthat it was not possible to get/give

information in a manner and at a time that wasabiet for or according to the needs of the
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parents and in a way that the whole family couldaiobsimilar information. Parents also
experienced that there was a lack of informatioouélservices offered in the local community
as well as information in the form of DVDs, booklegtc.

THE MULTIDISCIPLINARY TEAM 'S EXPERIENCE OF FCS

There seemed to be no systematic practice in howmvolve parents in the rehabilitation
planning process (Study Ill). Multidisciplinary teamembers in the university hospitals
experienced that involving parents was demandirdytaey were unsure of the role of the
parents in the process. This finding was corroledr@ the written rehabilitation plans, where
the parents' or the families” presence was merttionenly 51% of the plans (n=36/70) (study
IV). Different practices occurred in the hospitdisit all had in common that the physician
interviewed the family/parents at the beginninght@ hospital visit. Parents were also often
present when the therapists assessed the chilthdDilne interview and assessments, parents
had the possibility to discuss the day-to-day motd and needs that arose in the child’s life.
However, it remained unclear how the parents' neeel® met (Study lll). In the written
documents and rehabilitation plans the parentsther families’ needs or wishes were
documented only in 6% (n=4/70) (Study IV). Durirge tdifferent transition phases there was
some collaboration with the parents. Especially wtiee child entered day-care, the parents
were involved in collaboration with the univershpspital’s multidisciplinary team members.
Additionally, if a child was classified as having @tellectual disorder or severe learning
difficulties the transition to special care unitcorred in close collaboration with the parents.
During the transition process to adult health cdoe family was involved in the planning stage,
but after that the family usually contacted thelialkealth-care provider to schedule time for the
first visit. The focus groups also brought up thet “learned passivity” which meant that the
rehabilitation planning procedure happened mosthoVe the child’s head”, i.e. the child was
not involved or did not participate actively iratters that concerned his/her life. Consequently
the child learned that others (professionals amuioents) decide about rehabilitation and things

that concern their everyday life.

5.2 REHABILITATION PLANNING

To investigate how the professionals described rdteabilitation planning procedure, 45

multidisciplinary team members from five universitypspitals participated in focus group
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interviews (Study Ill) and the rehabilitation plaies 70 children and adolescents between the
age of 1-16 years were analyzed (Study 1V). Thim®eaent areas guided the interviews: goal
setting, the different transition phases and the ofs ICF-CY. The team members in the
multidisciplinary teams were experts on the topimterest.

In Study I, three themes arose from the focusigrdiscussions: 1) challenging goal setting, 2)
transition without routines, and 3) ICF-CY not iseu The themes were based on four sub-
categories: a) dilemma of parents' role, b) co-ajpmr, c) care of children with intellectual
disorders, and d) adolescents lost in transitioanyvimembers of the focus groups expressed a
sincere wish to set goals in their clinical praetibat were easy to integrate into the children’s
day-to-day life, but experienced this as a greatlehge. Goals were set based on the results of
the assessments made by the professionals in ¢bhe @youps, mostly solely by the different
professionals. Sometimes goals were set basedeolodhl therapists” statements. Goals were
discussed during team meetings, however they waesstlynbrought to the meeting as
information. Parents were not always present dutigge team meetings. In one university
hospital a modified Goal Attainment Scale (GAS)résuk et al., 1994) was used as a pilot
experiment with some children. The focus grouphiat thospital agreed during the discussion
that GAS had enhanced collaboration with the paramid brought the goals closer to the
children’s day-to-day life. Collaboration with peséionals outside the hospital environment
occurred in different ways. Local therapists wepenstimes contacted by phone prior to or
during the child’s hospital visit, but mostly thecfis group members utilized the statements
written by local therapists. However, they did abvays have the local therapist’s statements
available when meeting the child. With the day-ceeatre professionals some collaboration
occurred. The collaboration was either by writtéstesnents from the day-care teacher, by
phone contact or by someone from the focus groiging the day-care center or someone
from the day-care centre visiting the hospital wigirihe child’s hospital visit/stay. However,
when the child entered school, the collaboratiowki faded and the responsibility for being in
contact with the school professionals was handed tovthe local therapists.

TRANSITION AS PART OF THE REHABILITATION PLANNING

The planning for the child’s transition to schoatied depending on the local/regional school
arrangements. In two focus groups, the planning dtarting school was handled by
professionals in a special school in the regionthése hospitals the teams co-operated with the
special school professionals at the beginning efpitocess. For children who have intellectual

disorders or severe learning disorders the tramsis led by a statute and the procedure has a
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clear routine. The focus groups experienced treptbcedure for these children was better in
all respects as the process was clear and thébordizon during the transition planning with
both parents and professionals from the special waits was close. The adolescents' transition
to adulthood had no clear routine. Planning forttaasition usually started about one year in
advance, and consisted of preparing the writterudents needed for the transition and
contacting the adult health-care unit. The adelesand his/her parents were involved in the
planning procedure, but when the adolescent hacdtavadult health care, the team members
did not know how the rehabilitation in adult heattire continued (or if it continued).

The ICF-CY was known among the professionals infticels groups on a general level, and
some individual professionals in the groups haedttio use it. Lack of time was the most
common explanation for not using ICF-CY and in nohée university hospitals was ICF-CY

in formal use.

THE DOCUMENTED OUTCOME OF THE REHABILITATION PLANNIN G PROCESS

In Study IV the interrelation between the childseneeds and functional difficulties and the
therapeutic goals documented in the written rehatidn plans was investigated. The
rehabilitation plans contained written statememtsnf the multidisciplinary team members
responsible for the rehabilitation planning, i.ehygicians, physiotherapists, occupational
therapists, speech and language therapists, seaikers and neuropsychologists. Beyond the
multidisciplinary team members, also statements fpoivate practitioners, i.e. local therapists
working with the child in the child’s home regioren included. All together 393 written
documents of 70 children were analyzed using ICFa&a reference.

The functional difficulties were described in detaid therefore also contained several ICF-CY
components and categories. For the children irageegroup 5-6 years, functional difficulties
were described most particularized with a signifiadifference in relation to the age group 11-
12 years (mean difference 6.4, 95% ConfidencerMatgCl) 0.82 to 11.9, p=0.018). The
children’s and adolescent’s needs were rarely oithpliexpressed, rather were the needs
expressed within the description of functional idiffties and thus were not always
interpretable. The goals were not well reflectedhim descriptions of the functional needs and
difficulties. There were no significant differencesthe content of the ICF-CY components
between the functional needs/difficulties and tbalg for the different age groups (Figure 5),
neither were there significant differences betw#en ICF-CY components of the functional

needs/difficulties and the goals in relation to @MFCS levels (Figure 6).
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Figure 5. The mean of the total sum of ICF-CY cati&Eg described in the rehabilitation plans
for functional needs and difficulties (Sum F), fwals (Sum G) and for matches (sum M) in the
different age groups. b = Body function, s = Bottycure, d = Activity and Participation, e =

Environmental factors, nd = not defined (by any ponent in the ICF-CY)
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Figure 6. The mean of the total sum of ICF-CY catisg described in the rehabilitation plans

for functional needs and difficulties (Sum F), fmals (Sum G) and for matches (sum M) in the

different GMFCS levels. b = Body function, s = Batyucture, d = Activity and Participation,

e = Environmental factors, nd = not defined (by eomnponent in the ICF-CY)

Physiotherapy was the most frequent therapy recordettto the children and youth in all age

groups. The highest amounts of physiotherapy wecemmended for children in the age

group 1-2 years (mean 88.0 times/year) and in GMF&SI Il (mean 88.6 times/year).

Occupational and speech and language therapy wsitymecommended to the age group 5-6

years (OT mean 46.3 times/year, SLT mean 39.2 ty@ag. Physiotherapists were also most

frequently present during the team meetings wherchildren’s rehabilitation plans were set.

The multidisciplinary teamwork was documented i®481=30) of the rehabilitation plans.

Statements from local therapists of different gikoes were added to the rehabilitation plan.
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6 DISCUSSION

Previous literature discussing rehabilitation sasifor children and youth with CP highlights
four important aspects to be included in the seszi€irst, there is an emphasis on the family-
centred approach in which the family is an equat p& the decision-making process on
rehabilitation, and the uniqueness of the family tieir needs are respected (Dunst.etl@b1;
King et al., 2004; Bamm and Rosenbaum, 2008; R@enp2011). Second, the multifaceted
and heterogenic issues facing the child with CRyelsas his/her whole family, are a basis for
recommending multidisciplinary teamwork in the dghtation services for children and youth
with CP (Yerbury et al., 1997; Westbom et al., 20@8ijola, 2004; Rosenbaum et al., 2007,
Dodd et al., 2010; Launiainen and Sipari, 2011)irdlhthere is an emphasis on shared
interdisciplinary goals that are meaningful for tteld and the family and which focus on the
child’s success in completing activities, functi@nand participation in everyday life (Ketelaar
et al., 2001; Ahl et al., 2005; Lowing et al., 2D0@ Finland goal-setting is considered to be a
fundamental part of the rehabilitation planninggass (Autti-Ramd, 2008; Rissanen, 2008).
Fourth, CP is a permanent condition and personk WP need lifelong rehabilitation.
Accordingly, they face several important transisioor periods of change during their life.
Systematic follow-up programmes are needed, anduaeforiented approach ought to be part
of rehabilitation services (Jahnsen el al., 200dung et al., 2010; Rosenbaum and Gorter,
2012).

As part of the comprehensive research project fogumn developing rehabilitation services for
persons with disabilities in Finland (the SlI, page 1 and 20) the purpose of the studies in this
thesis was to explore and describe the family-eentss in services and the rehabilitation

planning procedure for children and youth with beaépalsy.

6.1 GENERAL DISCUSSION OF THE RESULT

This study is the first focusing on professionaisw on the rehabilitation practice for children
and youth with cerebral palsy in Finland. The rsstéveal several aspects that can be defined
as good practice but also aspects in need of inepnent and development. The discussion

focuses on areas in need of development which cbealdmproved without major course.
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Awareness and acceptance of critical issues in okeldanges are a start of improvement and

development.

I DENTIFIED FAMILY -CENTREDNESS

Professionals in multidisciplinary teams and Iquaysiotherapists rated their FCS as moderate
on the MPOC-SP (Study I). Local therapists ratesir tRCS generally slightly lower than the
professionals in the multidisciplinary teams witBignificant difference in “Providing General
Information”. All professionals rated provision afeneral information as low. General
information includes factors such as providing supp help families cope with the impact of
their child’s disability, providing advice on how get in contact with other parents, and having
available information in the form of booklets oobhnures on general concerns i.e., financial
assistance, assistant programmes, dating, and liggxuBhis also includes providing
opportunities for the whole family to be part 0€tRCS. The identified uncertainty on how to
collaborate with the parents might be reflectedaw general information was provided. Social
workers rated higher in providing general inforraatthan other disciplines. This points to their
role in informing about financial costs and assiséa counselling parents on where to get
information and advising about available assistapaegrams. However, the professionals
seemed to be bound to their disciplinary rolesaa that might lead to uncertainty of who
should provide what kind of general information.n&gl information supports families in
getting an overall picture of what services areilalike, and in that sense also supports their
opportunities of empowerment (Buran et al., 200&r&h, 2012).

General information was identified as poorly delece also by parents. Being able to
collaborate with professionals as a whole famihgluding siblings, has been reported to be
important in a FCS approach (Guyard et al., 201hjtiigham et al., 2012). In FCS, the
collaboration includes seeing the family as thestamt in the child’s life (King et al., 2004)
where the child’s development occurs in a contisuinteraction with the family and the
environment. In other words, the child’s essewmtaitext is the family (Bronfenbrenner, 1989;
2005). However, indirectly the parents’ work simt financial situation, the rehabilitation
resources and the rehabilitation organization ninence the family situation (Bronfenbrenner,
1989). Taking the whole family into considerationeg the possibility to discover strengths and
needs to be able to support them in their parenttagents who feel empowered in their
parenting capabilities are also more likely to jaevtheir children development-enhancing
learning opportunities (Dunst, 2007). Uncertaintyow to engage parents in the rehabilitation

planning process might also lead to professionateentrating on the child only. Koskinen &
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Staufenbield (2007) studied parents” discussiongheninternet about having a child with a
disability. The parents expressed disappointmenhah being provided with physical or
psychological support for the whole family. Theyegad all rehabilitation was provided only
for their child, while they as parents, requiregsurt as well.

General information also included providing infotroa of how to come into contact with other
parents. Parents have a great need of sharingiexpes and getting support from other
families in a similar situation (Tonttila, 2007; t&dann, 2007). The parents of a child with a
disability can be excluded from the category adrids they used to be in touch with before the
child was born (Tonttila, 2007). The shortage afagal information provision in services is not
unique for Finnish conditions. Our findings are ancordance with several other studies
(Raghavendra et al., 2007; Wilkins et al., 2010;kPns et al., 2011; Schreiber et al., 2011;
Bellin et al., 2011). Providing general informatieeems to be overall challenging in the service

delivery for children and youth with disabilities.

PARENTAL VIEW ON FCS

Overall parents rated the service provided as nabeleThe provision of “Coordinated and
Comprehensive Care” was rated high by parents.higfactor belong items like planning
together, so that all professionals are workinthensame direction, providing information that
iIs consistent from person to person, taking alldeeef the child into consideration and
confirming that at least one professional has wibnkéh the child for a longer time (King et
al., 2004). The parents experienced the serviceoasdinated and that their child’s needs
were taken into account in the rehabilitation aratecprocesses. Professionals in turn
experienced that the voice of the child was notrdhe#@dccording to the documented
rehabilitation plans, the child’s and family’s neaslere not noticed in the rehabilitation
planning process. A recent study on parents” expegs of the rehabilitation planning process,
however, showed that the rehabilitation plan hdtlléd the needs of the child fairly well
(Jarvikoski et al., 2012). These partly conflictimgpws might depend on how parents and
professionals understand the content and meaningeedls. Parents might experience that
taking children’s needs into account is relatethéoamount of therapies provided. On the other
hand, professionals and parents might discuss @speacerning the child’s needs which are
not documented in the rehabilitation plans. The MRfDestionnaire does not provide a deeper
understanding of how parents reason about this,iseu how they define the child’s needs.
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Parents did not have the possibility to choose warehwhat kind of information was provided.
The lack of routine in how to involve the parentsl #he practice in which professionals discuss
the child’s and family’s needs first by themselweigiht lead to a situation where professionals
deliver the pre-discussed information rather tlster to and discuss with parents. Lack of time
was mentioned by the professionals as one reasarofa@uiding and informing parents. Lack
of time is often derived from a requirement of fioel profit or effective care management. An
important part of the FCS is to provide well-coineded and well organized services. This
requires that the managers and the organizer hdegrated FCS into their values, i.e. in
strategies and mission statements (Dodd et al9;2D8rrah et al., 2012). If the service is too
professionally based and the organization builtoammedical values the service tends to be
predetermined either by professionals or by orgasiZThis in turn can mean that the families
become clients and the child a patient, and thlelyaade to fit in with the type of services that
are provided. To be relevant for the individualataind family, the services should be planned

to fit their specific needs (Law et al., 2003).

MULTIDISCIPLINARY TEAM AS PART OF THE REHABILITATION  PROCESS

In this thesis the work of multidisciplinary teamss not primarily studied. However, as the
participants were mainly members of teams congistih various professionals and the
rehabilitation planning process as well as faméptcedness was studied, the multidisciplinary
teamwork was indirectly explored. It turned outtth@hen the members of multidisciplinary
teams had the possibility to sit down and withouirrp discuss issues based on
multidisciplinary team-work, there was a diversity opinions on the understanding of
multidisciplinary teamwork. Based on the resultsStudy Il and IV, it seems that the
multidisciplinary work in the neuropediatric wards the hospitals was indeed teamwork
defined as multidisciplinary (Choi and Pak 200&)eTeam was led by a physician (according
to Finnish legislation) and seemed to be quiteanadical in nature, where each professional
worked mainly as an independent expert who assessedjoals, determined an intervention
and evaluated separately. The team members ac@dynwithin their own professional
curricula and worked independently of the otheus,they also collaborated to a certain extent.
The collaboration with others in the team seemedbdomainly through team meetings or
informal discussions. The team members” co-operatith other professionals in the child’s
life, like local-therapists or school and day-cprefessionals was mainly by receiving written

statements, although some co-operation by phonebgndeetings occurred. Some team

40



members had phone contact to the external profedsi@and from one team a team member

visited day-care when needed.

AN INTERDISCIPLINARY APPROACH

Previous studies in Finland concerning co-operatiotollaboration between all involved in the
child’s everyday life defined collaboration withetlchild’s needs as a base for networking
(Sipari, 2008; Launiainen and Sipari, 2011). A madeetworking was presented and effort to
work according to the model was introduced in a fewnicipalities during the last years
(Sipari, 2008; Launiainen and Sipari, 2011). Howete be able to network the work in the
rehabilitation planning, hospitals must change fram multidisciplinary model to an
interdisciplinary or even transdisciplinary way wbrking. In an interdisciplinary teamwork
model, the family is listened to, and the needsdseussed together in the team. A constant
interaction of findings and recommendations betwiberteam members is part of the approach.
Goals are set together with the family and ther#atation plan is made in collaboration. A
closer collaboration and a respect towards alhtleenbers of the team are part of the working
model. Local therapists would be part of the teanmated to the team meetings. A change
from a multidisciplinary to an interdisciplinary @gach could increase teamwork and team
effectiveness as well as enhance work satisfa¢Raelofson et al., 2001; Korner, 2010). To
develop the collaboration between all involvedha tehabilitation process, the use of a named
contact person is recommended, and a co-ordinegponsible for the communication between
all involved. He/she would be a link between thegital, i.e. the rehabilitation planning unit
and the local units (i.e. day-care, school, lobaradpists, municipality and Sll) — i.e. a case

manager.

GOAL SETTING IN REHABILITATION PLANNING

The findings in this thesis highlight some insuéitcies in the goal-setting procedure. Firstly
the set goals were not related to the describectibimal needs and difficulties; secondly there
was no clear routine in how parents were involvedhie goal-setting procedure; thirdly the
documentation of the child’s functioning and thalgovere mainly focused on impairments.
Finally, often goals were set both by the locatdpests and the staff at the hospital, responsible

for rehabilitation planning, but the collaboratias scanty.
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GOALS IN RELATION TO NEEDS AND FUNCTIONAL DIFFICULTIES

The multidisciplinary approach, where professionsé$ goals related to their professional
disciplines, might explain the findings that goalsd functional needs and difficulties were
weakly related. The rehabilitation plans, includstgtements from local therapists, contained
detailed descriptions of the child’s body functeord activities, whereas the goals were either
broadly defined or vague. When the goals focusebfiaaty functions or activities, they rarely
corresponded to what was described in the needfuantional difficulties of the child/youth.
Therapists usually strive for functional goals (@ar et al., 2008), but also tend to define
function as treating impairments (Rosenbaum andeG&012). The detailed documentation of
the bodily aspects indicates a medical focus inalditation. In a medically focused
rehabilitation, children’s impairments are treatedsenbaum stated (2011) that in a medically
focused rehabilitation, the set goals are biomédisa recommended treatments are according
to these biomedical goals, and the outcomes aréuadgd by looking for biomedical
improvements. It seems that professionals in thahiétation settings for children and youth
with CP in Finland are working in a biomedical w&ome of the participants in the focus
groups in Study Il discussed the difficulty of te®g explicit goals as they experienced it
difficult to think beyond their own professional rdaula. A previous study on early
intervention programs often used by therapists (NM®jta, Conductive education, IHDP,
IHAIP) found that the approach in all the programmeas focused on the child to improve
functioning. Some of the programmes strived to tiddeeimportance of environmental factors
for the achievement of everyday activities intocact, but the impact of treatment was mainly
biomedical (Dirk and Hadders-Algra, 2011). The NBdproach has traditionally had a strong
position in the therapy approach for children amdity with CP in Finland, which might
explain the biomedical disability focused approablserved in the documented rehabilitation

plans.

Recently, different therapy approaches were deeelojp enhance the focus on goals in
therapy. Goal-directed, activity-focused theraplgased on needs, defined by the child and the
family and is focused on motivating the child to &&ive in his/her everyday environment.
Goal activities are practised in the environmengrelthe child will use the skills and individual
training is combined with group training to supppeer learning. The approach has proved to
improve everyday activities in preschool childréfetelaar et al., 2001; Ahl et al., 2005;
Lowing et al., 2009; Léwing et al., 2010; Stgrveldd Jahnsen, 2010; Last al., 2011). A
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change from a biomedical approach to a more goetiid activity focused approach would
enhance the possibility for the professionals insiudy to match functional needs with goals

and interventions in collaboration with the family.

PARENTAL INVOLVEMENT IN THE GOAL-SETTING PROCEDURE

Parental involvement in the planning and goalssgttvas documented in half of the studied
rehabilitation plans, but the needs of parents warely documented. Parental presence in
about half of the cases is in accordance with giqgue study in Finland, where approximately
half of the parents reported participating in thleabilitation planning process (Jarvikoski et al.,
2012). Being part of the goal-setting team has by parbeen expressed as positive, self-
confidential and motivational (Jien et al., 200B8).the study by Jarvikoski and co-workers
(2012), the child’s age, involving parents andelisig to their needs, as well as active
participation of the rehabilitation counsellor, rygist and day-care/school professionals were
all positively associated with parental satisfattidlso the experience of having been heard
during the process had a strong relation to thenfgef satisfaction with the service (Jarvikoski
et al., 2012). In our study, parents were ofteivelst present when the therapists assessed the
child. It remained, however, unclear how parentpedise in their child’s abilities and needs
was recognized. The importance of parents beinggbdahe goal-setting and decision-making
has been highlighted in several studies (Wiartl.et2810; Rosenbaum 2011; Darrah et al.,
2012). However, parents do not always want to takeresponsibility for goal-setting, since
they might fear having limited knowledge about ¢mdd’s needs and that the child therefore
might not get the relevant rehabilitation (Wiart at, 2010). Good listening ability and a
supportive approach are required to empower patergarticipate in goal-setting and express
their requisites. In our study, professionals @glsure of the parents” role, which indicates that
the professionals also might need support in howerigage parents in the rehabilitation

planning and goal setting.

DOCUMENTATION

As rehabilitation financers, as well as profess®navolved in the child’s therapy, are
dependent on written statements, it is importardt tthey are clearly written. In the
rehabilitation plans the functional level of setyeGMFCS (Palisano et al., 1997) was used in
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about half of the rehabilitation plans. The neeflthe child in terms of meaningful life tasks
were not expressed. A shift from the detailed dpsons of body functions to defining the
level of severity and hand function as well as dlgvities needed for optimizing home and
community participation and self-determination ecammended. To improve the written
documents, an instrument to facilitate team disonssand optimizing phrasing and
documentation, could be used. Different instrumémtkelp parents and professionals in goal
setting and intervention planning discussions hiaeen presented (Roelofsen et al., 2002).
However, an instrument as such does not necessatignce rehabilitation planning and goal-
setting (Nijhuis et al., 2008b), but it can providestarting point for standardized processes
(Darrah et al., 2012). The benefits of the combinsel of Canadian Occupational Performance
Measure (COPM) and the Goal Attainment Scale (G&sSyvell as the combined use of GAS
and ICF-CY, were recently emphasized in a stud@btensja et al. (2008) and McDougall and
Wright (2009).

TRANSITIONS

During the development from infancy to adulthood fierson faces several transitions, such as
starting day-care, school (preschool, primary awbsdary school, high school), professional
studies and transfer from child health care totdukalth care.

This thesis identified examples of transition plsasegood practice in which collaboration with
various parties occurred (i.e. transition to dagecand special care units). The focus on
children’s transition to day-care was supportedh®yresults in Study IV, where functional
difficulties and needs for children in this agewypowvere described with great accuracy. There
was also a focus on pre-school goals, like readif@sschool. These findings are supported by
previous studies where parents experienced thatmemmeation and information with
professionals, good relationships and helping fasiilo find the best solution were keys to a
smooth transition (Rous et al.,, 2007; Meyers 2@@agvey 2010). Meyers (2007) studied a
model where local therapists were responsible &rymg out the intervention at school in
effective collaboration with the hospital team iramge. The team members acted as consultants
and the local therapists as facilitators of theditgon. Most of the professionals involved were
satisfied with the model. A similar model could deserved in one of the studied hospitals,
where professionals were visiting day-care and verea and the local therapists were to some

extent involved in the collaboration.
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Among the multidisciplinary teams there was a galneoncern of how rehabilitation goals
were taken into account at school. The resporsilfdr implementing rehabilitation goals at
school was handed over to local therapists. Howeaals for school-aged children and youth
(11-12 and 15-16) were focused on body function actvity. A change in impairment might
not necessarily lead to a change in the child #ggaation in everyday life (Rosenbaum and
Stewart, 2007). Accordingly, feedback from youngulted has highlighted the fact that
concentrating on impairment in childhood rehaliitia does not help them to manage their
lives in adulthood (Stewart et al., 2001). As tb#aboration with local-therapists was irregular,
the question of how meaningful goals and interegrticould be planned according to the

child’s actual needs at school needs to be raised.

In none of the hospitals transition to adult-healihe was well organized; adolescents were lost
in the transition. The adolescents were rather édnolver to the adult health care than
transferred with mutual confidence. In the docureénthabilitation plans, the challenges of
the future were rarely mentioned in the age-rargjevden15-16, and the goals did not reflect
such a stand point. A weakness in the link betvobdd health care and adult health care is not
unique to Finnish circumstances. It is a globabfem that child health care and adult health
care are different worlds and that the adolesaxperience the transfer to adult health care as
“falling off a cliff” (Young et al., 2006; Nieuwenljsen et al., 2008; Young et al., 2009).
Martin (2009) found that Finnish adolescents wigaMilities experienced that they participated
and that their voice was heard in the rehabilitatglanning process. However, some
adolescents experienced also that, even if theg Wstened to, their opinions were not taken
into account and the decisions for rehabilitatioaravprofessionally based (Martin 2009).
Giving youth and young adults with CP a possibiittyexpress their experiences of transition to
adult health care and the years after are impor@orisequently further studies on the topic are

needed.

For children with learning disabilities and intelieal disorders there was a clear routine and a
co-ordinated planning procedure in collaboratiothwhe family prior to the transition. The
multidisciplinary team members” experience of tés due to the fact that there is a statute for
mandatory services at the special care unit takirey the child’s rehabilitation services. The
routine at the hospitals prior to the transitiortite special care units was an example of good

practice which might be able to transfer to oth@ngition phases.
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Helping children and their families experience &sstul transitions across any programme
requires careful planning, child and parental imeatent in the decision-making, knowledge of
everyone’s role and responsibility in the transitpyocesses as well as a focus on strategies for

managing in future life all the time.

THE USE OFICF-CY

The ICF-CY was familiar to the professionals oreaayal level; however, it was not formally
used. Lack of time was presented as the main rdasoot using ICF-CY. A great number of
ICF-CY components and categories were used indherdentation of the rehabilitation plans,
i.e. when describing the functional difficultiesdaset goals. Especially body functions and
structures were largely used, but also differetivities were described. This finding is in
accordance with previous studies analyzing heatbents (Stahl et al., 2011; Klang
Ibragimova et al., 2011). Many goals were too bipddfined and therefore could not be
linked to an ICF-CY code. This finding is in accande with the study by Stahl and co-workers
(2011), in which several health terms were too thtodink to the ICF-CY. The wordings in the
rehabilitation plans were mostly written in a diitie-based way. This way of writing was
highlighted by Stroggilos and Xanthacou (2006) wheerved that documentations made in a
professional context may also be formulated insaigiine specific language and thus not

understandable by the family.

As a common language ICF-CY has shown its bengfitsupport professionals to facilitate
discussion and to strengthen their team roles. yradare is a general knowledge of the
importance of a common standardized language betweafessionals (Ibragimova et al.,
2009). The terminology of the ICF-CY can be usetl ardy to facilitate discussions in the
team, but also as useful practical guide for paremtd professionals when priorities for
assessment, goal setting and treatment are betegruieed. It provides a broad conceptual
framework to understand the health conditions of (@Rms et al., 2010). It is important
however, to remember that ICF-CY cannot replacéepsional language, but it can serve as a
complement and a tool for communication (Adolfss2i1, 1).

Using ICF-CY as a model can support therapistsrahdbilitation professionals in general in
their clinical decision making. It is crucial tok&aall the constructs into consideration in the
rehabilitation planning process and explore als dhusal links considering the contextual

factors (Paltamaa, 2008). The child’s and the famdwn subjective experience is essential for
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appropriate rehabilitation planning. Subjective enignce of involvement as an expression for
participation has been studied by Granlund et(28D12) in the form of a third qualifier
measuring subjectivity. The environment where thddcspends most of his/her time in
everyday life is the source for development, leagrand rehabilitation, i.e. home, day-care,
school, during leisure activities (Pless et al.1 0 The persons who are part of the child’s
everyday life also know the child’s needs bestsirlild therefore be included in the planning

process. To enhance this communication, ICF-CYbeaan excellent tool.

In a study by Klang and co-workers (2012) the uséC&-CY was evaluated by analyzing
rehabilitation plans made before and after in-sertiiaining of ICF-CY. The study showed that
there was a larger number of ICF-CY codes usedaumiented rehabilitation plans after ICF-
CY training. However, the ICF-CY codes used werdnigaon 3 and 4' level for Body
functions and Activities/Participation. Other seslihave found clearer benefits of the
implementation of ICF-CY after training (Pless bt 2009; Adolfsson et al., 2010). Adolfsson
(2011) suggested that professionals should knowcliagters on at least the first level. For
multidisciplinary use a selection o¥%2evel is recommended, whereas categories ontran@

4™ levels are useful only in in-depth discipline-sfieaise.

In clinical settings ICF-CY can be used as an foolneed assessment, a goal identification
tool, to facilitate dialogue or discussion betwdamilies and professionals as well as a
documentation tool (as a taxonomy or to definingcfioning) (McDougall and Wright, 2009;
Dodd et al., 2010; Pless and Granlund, 2011; R@senkand Gorter, 2012). To enhance and
facilitate the use of ICF-CY, some tools were depell. Accordingly, some tools developed
for ICF might be appropriate to use for childreng @here is an ongoing development of new
aspects and tools. The ICF-CY questionnaire wasdds be feasible and useful in assessment
and intervention (Ibragimova et al., 2009). The IChecklist, the ICF Categorical Profile sheet,
the ICF Assessment sheet, the ICF Evaluation DisfWéHO) as well as the Rehabilitation
Problem-Solving Form (Steiner et al., 2002) havenbgeveloped from the ICF, but might be
feasible also for pediatric settings. Howeverrthusie or modification for children should be
studied. New aspects of ICF-CY have been studidcaemunder development, i.e. code sets for
everyday life situations as a basis for child gstition in everyday life situations (Adolfsson
2011). However, to our knowledge there is no cetef@ children and youth with CP under
development yet, though this might be clinicallgfus.
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PARTICIPATION

In a recent Finnish study, parents did not expeagparticipation as an important factor for

satisfaction with the rehabilitation planning prsgeRather, the parents were satisfied if the
child was heard (Jarvikoski et al.,, 2012). Thessulte might depend on how the term

participation is understood. It is unclear whetbeticipation for the parents meant that they are
physically present, as exemplified in Study Il av or whether it meant being an active

participant of the team, i.e. having the possipilib take part, be involved, have equal

responsibility for the planning process and betist to.

For a child or an adolescent with functional difftees, the severity of limitation in physical
ability might be barriers for participation (Van &tden Braun et al., 2006; Parkes et al., 2010).
Furthermore, participation has been reported toedse with age for adolescents and young
adults with disabilities (Pollock and Stewart, 1R90he professionals in Study Ill brought the
term learned passivity to discussion, i.e. thedcisiinot heard during the rehabilitation planning
process and learns to rely on others' judgmentstatetabilitation, goals and interventions
concerning aspects in their life. The child is nasttral to the FSC, being the person to which
the care and treatment are focused (Kelly et @lL2P Kelly et al., (2012) found that adults are
not aware of children’s capacity to participatetheir own health-care decisions, and that
children’s potential is often underestimated. Toaycluded that it is no wonder that confusion
exists among health-care professionals about hobesd involve the child in the decision-
making process. Not letting children participatbamces their helplessness and dependency on
adults.

The goal-setting process has, for example, beamess to be too abstract for a child and
several instruments to support the identificatibpraorities and set goals have been developed.
These instruments have, however, been developgehfental participation and support. If the
goals are set by others, children have ascribecomgs after interventions owing to others'
actions rather than changes in their own abilitys@ilina et al., 2006). An instrument designed
for children to set their own goals is the Percgitatficacy and Goal Setting System (PEGS).
The PEGS is composed of 24 items, representiny@agractivities, which are presented to the
child on picture cards in pairs. The child choasbgh picture of two is most like him/her. The
PEGS is one example of how to involve the childhe goal-setting process (Missiuna et al.,
2006).
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THE PATHWAY TO PARTICIPATION FOR CHILDREN

Arnheim (1969) had the supposition that particgratihrough an empty ritual without power is
a frustrating process for the powerless. Basedhisrstipposition, he developed the model “The
Ladder of Participation”. The ladder is a typologfyeight levels of participation with each
stage corresponding to the power in determiningdtiteome. The Ladders of Participation has
been adapted to a children’s view by Roger Ha@Z11®97). There have, however, been some
critics against the ladder models, as laddersese as symbolizing climbing from a lower level
to a higher where the top is the level to strive(inclair, 2004).

Harry Shier (2001) developed a Pathway to Participanodel based on Hart's (1992) Ladder
of Participation. The Pathway to Participation madtges not consist of the non-participation
levels, but starts from the assumption that childres listened to. The model has five levels of
participation: 1) children are listened to, 2) dhaéin are supported in expressing their views, 3)
children’s views are taken into account, 4) chiidaee involved in decision-making processes,
and 5) children share power and responsibilitydecision-making. Each level has three stages
of commitment: i) an opening possibility, which acg as soon as a professional has decided or
made a statement to himself/herself that he/shaténded to listen to the child. Though,
opening here might mean that the opportunity toariakappen may not be available because
of i.e. organizational or management barriers.Gpportunity occurs when the worker or
organization is able to operate at this stage e@ptithway in practice. The resources (including
staff time), skills, knowledge and new proceduresgproaches (might be through training or
staff education) has been established. iii) Odlbgabccurs when it is a question of agreed
policy in the organization. It becomes an obligatam the professionals that they should work
this way. Enabling a specific level of childrenaticipation is “built-in” to the system.

The model provides questions at each level ane dtagelp professionals and organizations to
decide the level to work towards (Shier, 2001) (&mix 1). Children need to learn about and
get an understanding of their life circumstances fature life situation, and in particular how

to articulate their life needs, i.e. needs beydd impairment needs.

6.2 METHODOLOGICAL CONSIDERATIONS

Family-centredness among professionals working witiidren and youth with CP was not
previously studied in Finland. To reach as manyfgasionals as possible, a survey was
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conducted. Rehabilitation for children and youtllem16 years of age with CP is planned and
followed up at the hospital within which area thHela lives. For those children attending a
special school, the school is responsible for rditetion planning and follow-up. The
population was all multidisciplinary team membaersll the central and university hospitals in
the country as well as the multidisciplinary tearenmbers in the three largest government
special schools. Furthermore, physiotherapists whiked as private contractors, who had an
agreement with Sll and who had informed being imedlin the physiotherapy for children and
youth with CP were invited to participate. Durirtng tsame timeframe as Study I, there was an
ongoing study at two university hospitals with therpose of identifying a valid outcome
measures to be used in rehabilitation for childneth CP. As part of that study, parents of
children with CP were invited to evaluate the fgnuéntredness at the hospital wards. We
consider that the participants in these four ssidagpture the major part of persons involved in
the rehabilitation process of children with CP.

The choice of MPOC as the questionnaire used wssdban previous literature (ONeil and
Palisano, 2000; King et al., 2004; Bjerre et alQ0£ Stewart et al., 2004; Dyke et al., 2006;
Raghavendra et al., 2007; Siebes et al., 2008a¢. MPOC has frequently been used in studies
with the target group of children with CP, and cbbk used to compare professionals” and
parents” experience of the family-centredness vices. The MPOC for Service Providers as
well as MPOC-20 have shown very good internal gtescy, test-retest reliability and validity
(Woodside et al., 2001; King et al., 2004). Alsanslations to other languages than English
have shown good test-retest reliability and validiebes et al., 2006; Siebes et al., 2007,
Saloojee et al.,, 2009). To ensure confidentialitypmfessionals, the questionnaires to the
hospitals and special schools were sent to th@isphysician to further distribute to the team

members. The questionnaires to the local physiafiigts were sent by clerks at the SlI.

To be able to get a closer insight into the relftabbn-planning procedure and process a focus
group method was used in Study lll. As the univgrisospital, the multidisciplinary team meet
a considerable number of children and youth withitC#e country and they cover regionally
all the country, a purposive sample was used. Adagroup is defined as a group of people
with similar background and experience, who aresggpon the topic of interest (Greenbaum,
1998; Krueger and Casey, 2009). The focus groupiges qualitative data during a strictly
planned group discussion aimed to give insight th stated problem (Krueger and Casey,
2009). The members of a focus group interact withinterviewer and each other and do not

need to agree or come to a conclusion in the digmusFor the researcher the goal is to
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understand the reality of the group members incithtext studied (Holloway and Weeler,
1996). The ideal size of a focus group is fiveighepeople, but traditionally a group can be up
to 12 people (Krueger and Casey, 2009). The sitieeofocus groups participating in our study
was eight to twelve persons, but we consideremhpfortant that all disciplines represented in
the multidisciplinary team had the possibility tarficipate. To strengthen trustworthiness and
creditability in the study, efforts were made talerstand the underlying social context under
study, to let the voices of the participants berth@ad to make sure everyone in the group had
the possibility to participate in the discussion.

The analysis used was content analysis, and toeetrsistworthiness the researchers returned to
the transcriptions and discussed the text on sewecasions. The focus in this study was on
understanding the experiences of the multidisa@plinteams at the university hospitals. The
study had a qualitative epistemology, but it wasguded by any of the traditional qualitative
philosophical assumptions, and therefore the melbgital approach adopted was generic
(Caelli, 2003). Not using a traditional qualitatpkilosophy might be seen as a weakness in the
study, but the use of a generic qualitative apgrdaas been discussed among qualitative
researchers in recent last decades as a methazhilagproach for use. It is however important
to ensure rigor in a study using a generic qualgaapproach. Caelli (2003) argues that, even if
using a generic qualitative approach, it is impdrtédo honour the “philosophical and
methodological roots” of qualitative research. Foey areas to ensure the quality of qualitative
research are presented: 1) the researcher shodtgsadhis/her theoretical positioning, 2)
address the congruence between methodology anadp&hexpress strategies to ensure rigor,
and 4) examine the data through an analytic lenthi$ study an effort to address all these key
issues has been taken. All these four qualifiersewaarefully taken into account when

designing and conducting the study.

The ICF-CY as a reference in Study IV was usedHherpossibility to compare with ICF codes
the descriptions of functional needs and diffi@dtivith the set goals. Furthermore, it gave the
opportunity to compare the results with other stadusing ICF-CY as a reference when
analyzing texts. The linking rules according toZaiet al., (2002; 2005) has shown to be usable
for linking texts in goals (Mittrach et al., 2008)d rehabilitation plans and medical documents
(Klang Ibragimova et al., 2011; Klang, 2012) evietné linking rules primarily have been used
to link health-status measurements. The ICF Chatokith codes on the™and 2¢ level have
been used as a reference to link health statusyras of persons with traumatic brain injuries

(Koskinen et al., 2007). The importance to agrebmm to link the text was noticed, especially
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as the researchers represented different disciphind it was presupposed that they looked at
the text with different “eyes”. Kappa analysis wesed to analyze the agreement between the
raters, and as it was shown to be fair to gooodnaensus agreement on the best linking practice
was made. To strengthen the linking procedure,tiaddi linking rules and previously used
rules of overall and blurred expressions was u€gekg et al., 2005; Adolfsson, 2011; Fayed et
al., 2012).

L IMITATION OF THE STUDIES

To find the total number of team members in thephals and special schools the chief senior
physicians were contacted. However, the numbepéession or a clarification of the content
of their work was not obtained, which resulted um not being able to do an external drop-out
analysis. The questionnaires to the hospitals @edial schools were also sent to the chief
senior physician who handed out the questionnsorédse team members. This procedure could
have resulted in some of the team members nevéndhasceived the questionnaire or some
team members not working with children and youttengng it. In Study Il we separated the
professionals at the two university hospitals whd participated in the survey in Study I, to be
able to compare professional’s and parent’s vietlveofamily-centredness at the same hospital
wards. A weakness was the small participationattgelsinki university hospital.

We chose not to ask gender for in the questionsia@r® the majority of professionals working
in multidisciplinary teams and as physiotherapyviser providers/local therapists are female
and combining region and gender would have incckake possibility to recognize the
participants. The parents invited to participatermbt inform about any background variables to
ensure their anonymity. Therefore, no analysis xjjegenced family-centredness among
parents in relation to the child’s age, gender, landl of severity or length of stay at the
hospital ward could be conducted.

The local-physiotherapists who were invited to ipgrate all had an agreement with the Sll. As
the SlI finance rehabilitation for persons with exevdisabilities, local physiotherapists taking
care of children and youth with milder disabilitiealy (GMFCS | and 1l) might have been

excluded from this study.
In the focus group discussions there is alwayslathat someone in the group does not get

his/her voice heard. In this study, efforts wekeetato ensure that everyone had the possibility

to speak. There were also risks that, especialsoage groups were large, someone who had a
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different opinion remained silent instead of brimggiher/his opinion to the discussion. There
were some hierarchical traditions left in somehaf hospital wards, which might have led to
someone remaining silent. Even though the researchade efforts to understand the reality
and the social constructs of the groups there nmhgkt been issues and cultures which the
researchers did not understand thus resultingas ibi the reporting. All the focus groups that
participated in the study represented universigpitals. The neuropediatric teams at the central
hospitals might be smaller in size and have differigsues in their everyday work, and
therefore it would have been valuable to also Heeard their experience of the rehabilitation

planning process.
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7 CONCLUSION, CLINICAL IMPLICATION AND FURTHER
RESEARCH

The two main topics of the thesis were the qualitCS and fluency of rehabilitation

planning, and these can be concluded as follows:

Professionals in multidisciplinary teams, physiodps private practitioners and parents rate the
family-centred service as fair to moderate. Theas wdifference in how professionals of
different disciplines rated their FCS. Social waoskand rehabilitation guides self-rated their
provision of general information higher than othersereas nurses rated their provision of
specific information lower than other professionslifrk experience had an impact on FCS
delivery. Professionals with more than 25 yeansaik experience rated higher values than
those with less experience. The provision of gémef@mation was rated low by all, both by
professionals and parents. Services like providpgprtunities for the whole family to obtain
information, to promote family-to-family contactgving information in the form of booklets
available and letting parents choose when to regafermation as well as type of information

were services in need of development.

In the rehabilitation planning procedure, profesalse experienced goal-setting as challenging.
Parents were involved in the planning proceduseireral ways, but there were no clear
procedures for when and how they were involved,iar@mained unclear as to if the parents
needs were met. The children seemed to be pasdilie rehabilitation planning process. The
principles of FCS were adopted, but the full impéeation of the FCS philosophy is lacking.
Collaboration with local therapists, day-care actib®l occurs mostly by written reports. In the
transition to special health-care units there welear routine. To day-care and school there
were some routines, but in the transition to adetlth care there was no clear practice. The

ICF-CY was not formally in use.
In the written rehabilitation plans the describeddtional difficulties were not well connected

to the set goals. The ICF-CY categories Body famstiand Activities were mostly used in the
descriptions of functional difficulties. The chié@h’s needs were not explicitly described. Goals
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were often vague. The presence of parents wasonentin about half of the plans.

Professionals of different disciplines were invalve the planning procedure.

CLINICAL IMPLICATIONS

An organizational support for a true FCS, with plessibility for professionals in the
multidisciplinary teams to deepen their knowledithe philosophy of FCS can provide as a
starting point for improving FCS. Accordingly, démaing routines in the procedures of goal-
setting and the transition phases could contrittuemhancing quality in services. Every family
is unique, and therefore FCS can never be rodiintehe ways and means to involve and
empower parents and especially children can beawepk.

A shift towards a biopsychosocial approach andiieeof a goal-setting instrument in
combination with ICF-CY as a conceptual framewak enhance goal-setting procedure and
documentation.

A coordinator or case manager could enhance refadéibih service for families with children
and youth with CP.

| MPLICATIONS FOR FURTHER RESEARCH
The results of this thesis raise the following ques:
1) what are the specific needs in the different ttemsiphases during childhood?
2) how is the follow-up and rehabilitation organized young adults with CP?
3) what is the personal experience of young adulth WiP of their transition to adult
health-care?
4) what kind of general information are parents tddtken and youth with CP longing

for?
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Openings —>  Opportunities —> Obligations

Are you ready to share

Is there a procedure that
enables children and adults

T

Is it a policy requirement
that children and adults

T

T

the children?

children?

some of your adult power to share power and —> share power and
with children? responsibility for responisbility for
decisions? decisions?
Are you ready to let Is there a procedure that Is it a policy requirement
children join in your enables children to join in S that children must be
decision-making decision-making involved in decision-
processes? processes? making processes?
Does your decision making Is it a policy requirement
Are'you rfead'y to'take porcess enable you to take that children’s view must
children’s view into hildren’s vi int —> be gi d ioht i
account? children’s views into e given due weight in
account? decision making?
Do you have a range of | it a policy requirement
Are you'ready to s'upport' ideas and activities to help that children must be
children in expressing their hildren t thei —> ted i .
views? children to express their supported in expressing
view? their view?
|
. Do you work in a way that It is a policy requirement
Are you ready to listen to enables you to listento p——> that children must be

listened to

Levels of
participation

J

5. Children share
power and
responsibility for
decision-making

4. Children are
involved in
decision-making
processes

3. Children’s
views are taken
into account

2. Children
are supported
in expressing
their views

1. Children
are listened to

Appendix 1. Pathways of Participation by H. Sigg801). Printed with the kind permission of

Mr Shier.
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