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ODbjectives

A Participation in recreational activities for younc
children with cerebral palsy ( C with CP)

A CurrentUK practice
A Adapted cycling research study
A Voices Interview and diary data, digital story

A Doctoral study, year 1 part time2 pilot cases
work In progress

A Summary




Children with Cerebral Palsy

CASRDY®

Participating In Recreational Activitie

Recreationalctivities-limited choices

Participation
We¢ KS | O
doing and
being involved
In meaningful
fAFTS aAl
Rosenbaum and
Gorter, 2012;

Clark et al 2014




ZRR%;F; Physical Health and Emotional
Wellbeing Benefits

A Participation in recreational activities can
improve physical health and wellbeing

A Activities can be competitive or nen
competitive, group or individually based.

A Can be sedentary or solitary activities

AW2AYAY3 Ay Oy 3IAGS |
however may not change abillities.

A New sociology of childhoeHybridity.




CARDIFF .
Wellbeing

A National Institute for Health and Care Excellenc
(NICE) 2013

A World Health Organisation (WHO), 2014

Feeling valued as a person, realising own potentie
3 aspects; Emotional, Psychological, Social



4 Current practice in UK

CAERDYS

Physiotherapists remain more focussed on body structure
function.

Self management for long term conditions.

C with CP can be supported by reasonable adjustments tc
participate in recreational activities.

It Is not known If the children perceive this could enable th
to self manage their health and wellbeing as they mature |
adolescence.

Prudent healthcare (Welsh Government, 2016)



GMFCS E & R Descriptors and lllustrations for Children
between their 6" and 12* birthday

Palisancet al, 1997: Reid et al, 2011

GMFCS Level |

Children walk at home, school, outdoors and in the
community. They can climb stairs without the use
of a railing. Children perform gross motor skills such
as running and jumping, but speed, balance and
coordination are limited

GMFCS Level ll

Children walk in most settings and climb stairs holding
onto a railing. They may experience difficulty walking
long distances and balancing on uneven terrain,
inclines, in crowded areas or confined spaces.

Children may walk with physical assistance, a hand-
held mobility device or used wheeled mobility over
long distances. Children have only minimal ability to
perform gross motor skills such as running and jumping.

i GMFCS Level 1l

Children walk using a hand-held mobility device in
most indoor settings. They may climb stairs holding
onto a railing with supervision or assistance. Children
use wheeled mobility when traveling long distances
and may self-propel for shorter distances.

GMFCS Level IV

Children use methods of mobility that require physical
assistance or powered mobility in most settings. They
may walk for short distances at home with physical
assistance or use powered mobility or a body support
walker when positioned. At school, outdoors and in
the community children are transported in a manual
wheelchair or use powered mobility.

GMFCS Level V

Children are transported in a manual wheelchair

in all settings. Children are limited in their ability
to maintain antigravity head and trunk postures and
control leg and arm movements.

Illustrations copyright © Kerr Graham, Bill Reid and Adrienne Harvey,
The Royal Children’s Hospital, Melbourne



=wm Prudent healthcare

A Achieve health and wellbeing with equal
partnership through co production

A Make best use of skills and resources to care for
those with greatest health needs first (GMFCS I\
and V)

A Do only what is needed, no more, no less and dc
harm (Stop doing ineffective treatments)

A Use evidence based practices consistently and
transparently to reduce inappropriate variations
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miad Adapted cycling research 202912

=ued  (NancieFinnie Charitable Trust )
2 groups: Cycling (17), non

cycling (18), N=35, Aged 2-17
years.

o

Muscle strength and length
measures.

GFMCS I: 7, 1I: 12, 1ll: 6, IV:
9, V1

2 Interviews adapting Mosaic
participatory methods (Clark
and Moss, 2011)

Diary of physical activities
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Ead  participation meant?ickering etal, 2012

Figure 1: Pedal Power Pilot Research Project adapted from the domains of the World Health Organisation:
International Classification of Functioning

Condition
MEdical mOde Cerebral Palsy
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Measurements of muscle A Cycling as a social leisure

length and strength, joint
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exercise tolerance

activity with family and

Dynamiccycling on :
friends

adapted trikes

Interviews with children

\_ - T N and families P
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/ Environmental Factors \ / Personal Factors \
Trained staff at Pedal Power Children aged 2-17 years,
Cardiff, a voluntary boys and girls, with diverse
organisation abilities and cultures
Outdoor activity in a local park
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Children's Rights approach

ATo enable their 6voicebd

I United Nations Convention on the Rights of the
Child(UNCRC, 1989)

I :Articles 12, 23, 24 and 31.:

AAIll children have the right to say what they
think

Alf disabled to have support to lead full and
iIndependent lives

ABest quality healthcare

ATo relax and play and to join in a wide range
of activities



Roger Hart's Ladder of Young People's Participation

CARDIFF

UNIVERSITY

Fung 8: Young people & adults share decision-making

PRIFYSCOL

]
CAERDY® ]

Rung 7 Young people lead & initiate action

Rung & Adult-initiated, shared decisions
with young people

Fung 5 Young people consulted and informed
Fung 4. Young people assigned and informed

Fung 3. Young people tokenized®

Fung 2. Young people are decoration®

Rung 1: Young people are
manipulated®

Mote: Hart explains that the last
three rungs are non-parlicipation

Adapted from Hart, R. (1992). Chidren’s Paricipation from Tokenism o Cilzenship.
Florence ! UNICEF Innocent Research Centre.
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Muscle strength and Length

measures

siliconco: ach PRO 6-1-5-0

Movie options




- Qualitative Results

A What made it easier:
A Cycle hire centre
A Staff attitude + skills to adapt the trikes

A Family liked cycling



Aspirations
Pet er o.dGadnela put him

on the trike, strapped his feet
In and it was the first time

d did
cycling

ever he pedalled and he RHe
couldnodot stop | tgm

got so emotional, fantastic. |

|t jJjust shows 1| f t he

tools for the job, the right
equipment, you can do
I téThis year we
Bristol towards Windsor
because we could hire the
special trikeé .l think
completely independently
he cycled not far off 40
milesé o

fg% Peter aged 7 years,

o ,@.
n & GMFCS |
7 S



3 Barriersenvironmental

Transport




Barriersphysical

Rugby

“After trying the trike my legs
feel aching”

Suarez
“My legs hurt
for 3 days after

riding the trike”



