Children’s Centres:

Consulting with parents of disabled children

Liskeard, East Cornwall 12 ™ October 2006

‘Local Authorities should
consult the parents and carers
of disabled children, as well as
the specialist voluntary sector,
such as Contact a Family,
when developing and
iImplementing their services.
The needs of disabled
children and their families are
many and diverse and need to
be taken into account at an
early stage so that children’s
centres can provide
appropriate support for them.’
Sure Start Children’s

Centres: Practice Guidance

Sheila Davies, Paediatric Project Officer, Contact a Family
Tel: 020 7608 8773 Email: Sheila.Davies@cafamily.org.uk
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Introduction
East Cornwall Social Services wished to consult with parent/carers of disabled
children about the children centres being planned in the Caradon area. This is
a very rural area in the South East of Cornwall with a low population density.
Contact a Family and the Parent Carers Council for Cornwall, a parent led
forum of parents of disabled children were invited to assist.

Many parents do not get chance to meet or discuss their needs as they live
across the Caradon area. Those who have children in school often didn't have
much chance to meet as their children have to attend school in Plymouth
each day. This affects the chances of their children interacting with other
children in the villages and communities in which they live.
The rural nature of Caradon has a huge affect on these families in particular
due to the amount of travelling they have to do. Most of their child's medical
appointments - physiotherapy, speech and language etc. are based in
Plymouth, which again adds to travelling and time taken to access resources
and services for their child.

Contact a Family agreed to run a workshop called ‘Designer Children’s
Centre’, which finds out from parents how children’s centres can best support
them. The Parent Carers Council agreed to find parents to take part in the
workshop. At the time they did not have many parent contacts living in East
Cornwall, but knew many children were taken by bus to attend special school
in Plymouth. The bus driver was recruited to deliver flyers advertising the
event as he took children home. This was effective in drawing in parents to
the event.

Nine parents attended whose children had various conditions including
autism, downs syndrome, cerebral palsy, spinal bifida, learning disability and
hearing problems. One child was being cared for by their grandmother who
was herself partially sighted. As the children travelled by bus to school the
parents never had the opportunity to meet each other. It also meant their
children could not take part in after school activities and found it difficult to find
leisure activities to take part in during holiday times. The parents were very
keen for the centres to provide activities for their children both after school
and during holidays and not restricting activities to children aged 5 and under.

The parents were given a large diagram of an empty children’s centre and
asked to write down on this diagram their ideas of what they would like to find
at the centre using paper stickies.

They worked in two small groups and were asked the following questions.

What equipment / alterations would be needed to make the children’s
centre accessible to families with disabled children?

What information would they like provided there?

Which health professionals would they like to be able to see there?
What other professionals would they like available to provide one-to-
one confidential advice?
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What events would they like to see taking place in the training /
meeting room?

Accessibility
What equipment /alterations would be needed to make the centre accessible
to families with disabled children?

Everyone stressed the importance of having a car park with accessible
disabled spaces, a fully wheelchair accessible building with wide doors to take
adult in wheelchair, and clear information signs, preferably with symbols, to
help people find their way around. One carer, herself partially sighted, told us
that black signs on yellow backgrounds are the best colour combination. She
also needed public transport if she and her child were to be able to access the
centre. The parents felt it very important for the building to be a safe and
secure environment for children, with window locks, and child proof doors.

Children who are incontinent could not use the centre unless suitable toilet
facilities are provided, so they could be cleaned and changed. The facilities
required vary depending on the age and size of the child, as well as whether
or not they are confined to a wheelchair. Different equipment suggested
included a toilet wheelie chair, ‘shower toilets’ that clean and dry, hoist and
large changing table as well as a standard disabled toilet with grab rails and
bars.

There was discussion about how to make the décor suitable both for children
with autism and the partially sighted. The partially sighted find it easier if walls
are a different colour to floors, particular in small areas such as toilet cubicles,
as otherwise they cannot distinguish between where the floor finished and the
wall begin. Green lines on the floor to show the way can also be helpful for
partially sighted people. Children with autism need plain décor in soft colours
on both floors and walls and soft lighting that is not too bright. If the décor is
too loud some children will be too frightened to even come into the building. It
was agreed that a soft plain colour on the walls and a slightly darker colour on
the floor would be the best solution. Children with autism are liable to sensory
overload and some might benefit from have a quiet room, ideally close to the
main entrance, where they could wait rather than having to sit in a large and
noisy waiting /play area.

Tables which could be adjusted for different heights would be useful in both
play and refreshment areas, to allow for children in wheelchairs. Finally the
parents suggested having a variety of special cups, blenders and bibs
available in refreshment areas as well as fruit and healthy snack suitable for
children on special diets e.g. gluten free, dairy free. One parent mentioned
she could never eat out with her daughter who could not swallow solids and
required all her foods to be blended. A blender in the refreshment area is all
that is required to remedy this.
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Information
What type of information would they like provided there?

As well as written information the parents would also like access to the
internet and suggested touch screen display for local information. One group
wanted an Information officer to make sure the information was kept up to
date and also help parents find the information they required. The parents
thought having story telling activities for the young children and other activities
for older children would help draw families in and provide the children with a
distraction while their parents accessed this information. One parent wanted
information for children as well as parents.

Both groups wanted information on benefits, medical conditions, local support
groups, leisure and play activities suitable for disabled children and a directory
of local services.

Other topics suggested included

Charities

Entitlements to services

Support agencies /organisations

Fund raising

After school activities

Library Loan service with books on topics such as Makaton, Dyslexia
Wheelchair and equipment emergency loan service

Health professionals / Services
Which health professionals would they like to be able to see there?

Both groups wanted access to health visitors, physiotherapists, occupational
therapists, speech and language therapists, dieticians. Some of their children
accessed these services through the school but they would like to be able to
access them at the centres during school holidays.

There can be a long wait for certain therapies, especially physiotherapy and
speech and language therapy. Some families have had to wait t 18 month to
access these services. The parents suggested having group session in the
centres, with therapists teaching parents as a group to support their child’s
development. This would be a more efficient use of therapist's time as they
would not have to travel to individuals houses, which must be time consuming.
The parents could then continue to meet regularly as a group and support
each other once the professional’s attendance was no longer needed.
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The parents also wondered if the centres could be used to facilitate joint
agency case reviews, with the créche facilities being used to look after the
child while the parents met with the professionals. They felt strongly that this
should not be restricted to children aged over 5.

Other services /health professionals mentioned included:

Health Professionals

Psychologist or CAMHS service which is available for all children,
regardless of their 1Q.*

Specialist nurses

Paediatricians

Neurologist — this was mentioned as there is not one in Cornwall

* Current service only provided to children with IQ less than 70.
Services

asthma clinic

health screening

hearing

Hairdresser comfortable working with disabled children
Optician comfortable working with disabled children
Dentists comfortable working with disabled children
Wheelchair Service

Advice and support

What other professionals would you like to provide one-to-one confidential
advice?

Both groups wanted assistance with benefits and accessing educational
support through parent partnership.

Between them they also mentioned

Key workers
Parent 2 Parent *
Financial adviser
Help filling in forms
Social Worker

*Parent 2 Parent provides one to one support to parents of children newly
diagnosed by more experienced parents of disabled children.
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Meetings and Training events
What events would you like to see taking place in the training / meeting room?

Both groups wanted to have parent support groups, parent councils and
sibling support groups being facilitated from the centre.

Other suggestions for events included
- alternative therapy,
coffee mornings
dads events
parent drop in sessions
conductive education
youth clubs
signing groups for children and carers, e.g. nursery rhymes, social
signs to promote language.

Topics suggested for parent /carer training session were

Behaviour Management

First Aid

Handling

Health and Safety

Use of equipment — NB. Some of the parents had received equipment
for their children, but never been instructed in how to use it.

Other suggestions included training for staff on specific medical conditions, so
they better understood their child’s medical conditions as well as disability
awareness training.

Toys, equipment and children’s activities

The centre would be more welcoming if it had toys suitable for disabled
children e.g., soft toys, toys activated by switches, large trikes and ride ons
without pedals for older children. The parents were also keen to have a toy
library. They often had to purchase special toys which can be expensive.
Many of the parents were happy to donate their toys to this library once their
children had grown out of them.

The parents also had to frequently purchase very expensive equipment which
their children then grew out of. They thought it would be useful to be able to
advertise this equipment for sale through the children’s centres. The Parents
Carers Council for Cornwall already advertise equipment parents want to sell
in their newsletter, and this could easily be put on display in all children’s
centres in Cornwall. The parents also wondered the Library bus service might
be prevailed upon to move equipment from one home to another.
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The parents were very keen to have an outdoor play area with equipment
suitable for disabled children e.g. wheelchair roundabouts and swings. Many
of these children are unable to sit on a swing once they have grown too big for
baby swings, as they need to be held securely in the swing. One parent
mentioned hearing about a swing suitable for children in wheelchair and
driving many miles across Cornwall so her child could have a go, only to find
it was locked up and not accessible, a cause of great disappointment to her
child and herself.

The parents realised that all the children’s centres would not be able to offer
such a facility but were willing to travel to another centre if it could offer such
facilities. The outdoor playing area could be protected from vandalism if
access was through the children centre or by radar key when the children’s
centre was not open.

The parents were very keen for their children to be able to participate in social
activities and make use of the centre for youth clubs and activities for siblings
of disabled children. One suggestion was to use the centre to provide training
to young people approaching transition to assist them in learning independent
living skills such as cookery.

Conclusions

Though there appear to be a long and lengthy list of requests, many of them
could be met relatively easily.

General information on benefits, medical conditions, charities
supporting specific medical conditions, entitlements to services,
support agencies and organisations can all be provided to families by
Contact a Family via their help line, web site and their written material.

Cornwall County Council already has much local information available
in their guide to services of children with special needs on their
website, (http://www.cornwall.gov.uk).  Children centres could be
places where families could be told about and given access to this
information.

The families wanted assistance with accessing benefits and filling in
forms. Contact a Family has a support worker funded to work in East
Cornwall, who could visit the children’s centres on a regular basis to
provide this type of support.

The Cornwall Parent Partnership Service provides free advice guidance
and information on education to parents of children with special needs
but is based in Truro. Perhaps this service could be extended so
regular clinics could be held in children centres in East Cornwall.

The families were keen that their children had the opportunity to take
part in out of school social activities and wanted an outdoor area made
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available for disabled children. Consideration could be given to
developing at least one children’s centre to provide such a facility and
use it to provide evening, weekend and holiday activities for these
children to participate in.

The families wanted the children’s centres to be equipped with toys
suitable for disabled children as well as a toy library. There is already a
toy postal librarian system for Cornwall based in Torquay. Perhaps its
remit could be extended to provide a range of suitable toys at children
centres, so parents could find out which toys their children like, and
then borrow from the existing service for home use.

The families were keen to have the opportunity to meet with each other
and the children’s centres could be used to accommodate such events,
including social events. This could also be a mechanism to raise
funding to help provide the toys and equipment mentioned above.

The centres could be used as venues for professionals and parents to
receive training as well as provide peripatetic clinics. Where
professionals are currently seeing families in the home on a one to one
basis this might prove a more efficient use of their time.

Many parents had problems when their child’s equipment broke down.
The Red Cross provides short-term loans of medical equipment, such
as wheelchairs, for people with a disability or illness in the Cornwall
area. Perhaps this service could be enhanced to better meet the
parent’s needs.

The workshop not only generated many good ideas on how children’s centres
could provide support to families of disabled children but also gave insight into
the particular problems these parents experienced locally. Many of the
parents' suggestions are easily achieved simply by linking into existing
organisations. Social Services hopes to continue meeting with these parents
as the centres develop to help them develop children centres that really meet
the needs of disabled children and their families.

Sheila Davies
Contact a Family
October 2006
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