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Summary

This report was commissioned to capture the voice of parent carers of
children with additional support need to inform the Planning for Integration
implementation plan.

The parent carers who came forward for this project are not representational
of the wide range of additional support needs of children in Highland. The
parent carers who did come have children with some of the more complex
needs. It may be argued that parent carers who have difficult experiences are
likely to have greater motivation to come forward to contribute to change.

The views and experiences shared in this report resound with other previous
reports published by the Highland Children’s Forum. In terms of education,
children may be integrated in mainstream but are still not always included
there. In terms of specialist health appointments, these are still made to be
convenient to the hospital not practical for the families. There are still long
waits for service after referral.

The Getting it Right ethos of child centred practice and partnership with
families is not yet experienced by these families. The steps they identify for
progress are already in the guidance for Getting it Right.

Parents do not care who manages the services. They want to be able to work
in partnership with professionals and for both their child’s and their family’s
needs to be understood.

They would like it to be less of a battle.
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Introduction

Planning for Integration Lead Agency Model is the next of a progression of changes
towards better-integrated public services in Highland. The proposal is that the
Highland Council becomes the Lead Agency for children’s services with most health
staff in children’s services moving to be employed and managed by the Highland
Council. The Highland Council will commission children’s health services that remain
in NHS Highland.

“The Council and NHSgHIand believe that this new model will improve front line
services for the benefit of everyone by achieving:

e Clearer, faster access services;
e  Streamlined working processes, which make more sense to users and carers;

e Reduced duplication and avoiding people
system;

e Improved communications between staff involved with an individual or
family;

e Improveddecision making, involving staff at local level;
e Improved planning of care with individuals and families;
e Improved partnership working with users and caters

(Planning for Integration — development of a lead agency model in Highland for care
and health services, paper 17/06/11, para 4)

This project was in response to a request from the Planning for Integration team for
Children’s Services to ask parents and carers about their views on what would
constitute a good Children’s Service, so that these views could be taken in to account
in the development of the implementation plan.

Three focus group discussions were held across Highland to include parent carers
from each of the three areas (North, Mid and South). The planned changes were
introduced to participants along with the desired benefits to service users. Parent
carers were asked about their current experience of services, what an improved or
ideal service would look like and then were asked to consider steps which might be
taken in the implementation plan which would move services in the direction of the
ideal service.

“1 think they think we are doing it| for at
would do this for a buzz. It is the worst thing in the world to acknowledge your child

has a poblem to start with because you grieve for the dreams of what you thought
they would be. “




Methodology

Information sheets and invitations to focus groups were distributed to parent carers
via the Highland Children’s Forum membership, Children’s Disability teams and
through a range of other relevant service providers in both the public and voluntary
sector. Creche was made available so that childcare responsibilities would not
prevent attendance, although no parents requested this. Parent carers received
lunch after the focus group in thanks for their participation. Travel expenses were
offered although most parents did not choose to make a claim.

On the day of the event, parent carers had a chance to chat and introduce one
another sharing something they loved, something they were proud of and something
they would not be willing to give up. The idea was to open the day considering how
important person centred planning was, as we have individual preferences,
achievements and things we would be unwilling to compromise on.

In the belief that parent carers would be familiar with My World Triangle assessment
tool in use with the Child’s Plan, this was used as a visual prompt for parent carers to
consider the effects of service provision on the child as an individual, on their family
in its caring role and also in terms of services available in the community to the child
and family. Blank My World Triangles in size A3 were given to each parent carer for
both the “real” and “ideal” experiences.

As well as contributing individual responses using the My World Triangle diagrams, a
group discussion took place about the actual experiences of service provision and
the ideal service provision parent carers had identified. Finally parent carers were
asked as a group to make suggestions of specific steps towards improved services for
consideration in the implementation plan. These discussions were taped, transcribed
and then the recordings deleted.

Data from the My World Triangles and the discussions has been analysed to provide
a base line of current experience, parent carer views about what would constitute an
improved or ideal service and actions that could be taken to bring about the
identified improvements in services.

Participants

In total, 21 people took part, 7 in Inverness, 4 in Tain and 10 in Thurso. 14 of these
were parent carers and one was a Grandparent providing kinship care, as the parent
was not able to cope. Two young people who have recently made the transition into
adult services attended. 4 support workers came, one supporting a parent carer,
one supporting one of the young people. These people helped the participant with
their personal My World Triangles, but did not contribute to the discussions. Two
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support workers attended who had distributed invitations and were keen to support
parents attending. These two support workers contributed to the discussions but did
not complete My World Triangles.

Four parent carers reported being single parents, one after a bereavement, which
had added stress to his caring role. One parent carer had been a single parent when
the father of her children had left, but now she had a supportive partner. One parent
carer had to cope as a single parent much of the time as her husband worked
offshore. Some of the parents had more than one child who had an additional
support need.

The My World Triangles were completed about 17 children or young people (CYP)
including eleven CYP who are on the autism spectrum, some of whom also had
Attention Deficit and Hyperactivity Disorder and or mental health issues, two CYP
had Down’s Syndrome and four CYP had complex or profound disability, two of
whom have degenerative conditions and three of whom are amongst the small
group of “Children with Exceptional Needs” who have the highest levels of need.

It is not clear why parent carers of CYP with a range of other additional support
needs did not attend. It may be that not all services providers passed on the
information. It may be that those parent carers who attended had stronger feelings
about service provision, which they were motivated to share.

Results

The introductory activity revealed some common themes across the range of
participants. Parents in all three groups reported that their lives consisted of a battle
to get the services their child needed while coping with exhaustion from meeting
their child’s care needs at home. This meant that parent carers had little time to
think about what their own interests were. The thing most parent carers were proud
of was not anything they themselves had achieved, but rather achievements their
children had made in spite of the challenges they faced. Parents struggled to think of
something they could not give up, perhaps they had given up so many things
already, that nothing seemed sacrosanct. In one group the introductory activity was
scrapped as one of the parent carers wanted to get on with the focus of the
children/young people and was not willing to participate in an activity about the
adults.

Most parent carers seemed unfamiliar with the My World Triangle assessment tool
with its domains of child, family and community. Consequently they struggled to use
it to describe services that directly affect the child, services that are for the family
and services that are accessible in the community. However, participants were
reassured that all comments would be used in analysis whether or not they were
made at the appropriate side of the triangle.
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Real Life, Actual Experience

Services for the child:

In terms of education, six young people were in special schools all or some of the
time, one of whom is Out of Authority, boarding from Monday to Friday. One child is
currently in nursery but in transition to Primary One at a special school. Seven CYP
were in mainstream. Two CYP had one to one support in school. One young person
can access the base in mainstream and this is helpful. One young person whose time
is divided between special and mainstream copes in special school but does not cope
in mainstream. Two young people had recently left school and were now in college.

One child in primary one is already school refusing. One young person has been out
of school but has now gone back to a special school. One child is currently out of
school as it was not able to meet the needs of his profound autism. He was not
receiving any support from education at home. In total eight families had
considered withdrawing their child from education at one time or another

“We struggl e itookldtmbnthstoegeta diagmobissof autis. It has
taken five years to get my son in to schoo

Two of the parent carers reported that they were unable to be employed while their
child was at school as they were frequently phoned and asked to take the child
home when the school was not coping.

“! think there is a |l ot of goodwil-l, the i
staffedandunder esour ced and they haven’t got the
the opportunity to put it in to practice.

Where the child/young person attends a special school, parent carers felt needs
were understood and met. In mainstream this is less clear. The cause of difficulty in
mainstream is sometimes due to the environment especially for CYP with sensory
issues for whom the lighting, noise, smell or other sensory aspect can cause a level
of stress, which interferes with concentration. At other times the difficulty seems to
be due to the lack of understanding of staff to meet the CYP’s needs. Sometimes it
was felt that schools “failed in their duties” to meet the needs.

Four parent carers mentioned Educational Psychology, but none had a positive
experience to share. The particular issues from their experience seemed to be that
Educational Psychologists took decisions about where the CYP should be schooled
without meeting the CYP, after only a brief meeting with CYP or in conflict with the
medical professional recommendation.
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My Child's Real World
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In terms of health service, CYP accessed a wide range of health services. There was a
mixed experience of Community Paediatricians. Reviews were not always timely and
one CYP had no review between being 3 and 9 years old, although there have been
regular reviews since. Two CYP access the Orthopaedic Consultant and one CYP
accessed the Epilepsy Paediatric Consultant.

Four young people had mental health issues such as phobias, fears and depression. It
was not always clear if they received a mental health service for these.

Allied and Additional Health Services were accessed by eleven CYP; six CYP accessed
the dietician at the Pines and this service was singled out for praise, six CYP accessed
speech and language therapy, four CYP accessed occupational therapy (often after a
long wait), four used wheelchair services, three CYP had the community nurse, two
accessed physiotherapy, two accessed orthotics, one the epilepsy nurse. Only one
parent listed incontinence supplies on their triangle response, but in discussion 3
CYP required this service.

There were concerns expressed about transition into adult health services and the
feeling that some health services, which were currently accessed, would be lost.

“We are going to |l ose the psychiatrist and
know who wi | pick up afterwards.”’

Sometimes decisions were taken or views expressed by health professionals who
had never met the child. There can be long waits for referrals.



In terms of the child’s need beyond these services, there was a need for increased
social interaction but many of these CYP found it hard to make friends. In the north
“Enable Link”, which brings volunteer able-bodied young people alongside young
people with a disability to encourage social interaction, was cited as an example of
good practice from the two young people in attendance and from their parent
carers.

Behaviour was an issue mentioned for four CYP. The difficulties experienced by
these CYP meant that they sometimes get angry or frustrated, can be inconsiderate
of others or can be blamed for behaviour that results from their impairment. Some
CYP are hyperactive and lose focus easily. Some CYP work so hard at supressing their
behaviour at school that their behaviour is challenging when they get home.

Some CYP had communication needs in terms of processing information presented
to them, in expressing themselves or in being listened to.

Other needs identified included independence and life skills, learning about danger
and risk assessment, more opportunities for exercise, the need to have the right
diet, the opportunity to succeed or “shine”.

Services for the family:

In terms of social work support, nine parent carers were in receipt of social work
support. Four parent carers had particular praise for the Autism Social Worker rating
this as an excellent service and attributing that to the person rather than the role.
Two families have a Family Key Worker. Where parents fell listened to, that is a huge
benefit.

“ have a fantastic social worker absolute
would be. But the energy parents have to puto get where we are today. It just
doesn’t happen by chance.”’

Ten parent carers received some sort of respite service, which varied from one hour
per week to monthly 3-night respite at the Orchard. While respite was welcomed by
families they did not necessarily think it was enough and there were concerns about
losing it in current cut backs. Some families received care at home for their CYP, this
tended to be for those with personal care requirements.

Two parent carers accessed Direct Payments and felt this was helpful in planning to
meet their CYP’s needs. However, a lack of appropriately trained and experienced
support workers limited the potential of Direct Payments.

Few parents had a hard copy of their Child's Plan, some had never seen one and
most did not feel it was reviewed timeously. Coordinate Support Plan 's (CSP’s) were
regularly reviewed but even when your child has complex needs, these were hard to
get.



In terms of other family support, families
felt that the constant battle with services
and the need to be pro-actively involved in
moving things forward was draining and
there was not enough support for families.
Parent carers felt they were viewed as
“coping” without professionals realising
how hard things were. Parent carers
reported having to chase and fight for
everything their child needs from little
things like enough nappies or wipes to
major things like medical care. A lack of
sleep was another major issues raised by
several different parents. Financial strain
was an additional stress on parent carers
whose stress levels are already high.

At least half of the parent carers present had had mental health difficulties due to
their caring role. One parent carer had felt suicidal.

“My husband became r ealdCPNCermpnunigys s ed. We w
Psychiatric Nurse). He said he was there for us and he got everyone round the table
and got everything working for us but they

School holiday times were difficult for siblings who tended to miss out on activities
because of the parent’s caring duties or access issues for their brother or sister. This
adds to parental stress, as they feel guilty about it.

Parents had concerns about what would happen to their children when they were no
longer there to support them.

Three parent carers reported having support from family and friends.

Services accessed from the community:
In terms of health services, some parent carers had managed to access both dental
and optician services by professionals who were autism trained. This was seen as

hugely beneficial for successful appointments.

Two families had accessed Community Occupational Therapy and had found this
helpful.

Travel to access specialist heath care services is problematic for families, especially
those with other children to consider.

In terms of education, a feeling was expressed that more training was needed for all
school staff. Where staff understood needs, things went well, where they did not
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understand things did not go well. There was a feeling that coordination between
services should be better and that people should be more accountable for carrying
out planned actions. More opportunities after school in college or work were
needed.

In terms of other community resources, access to public transport, toilets, shops
and leisure facilities was all limited in places. At leisure facilities such as swimming
pools, even with wheelchair access, sometimes the hoist was not appropriate or the
water too cold.

Nine CYP accessed a special needs social out of school activity and as young people
without disability worked or volunteered for these groups, this was seen as a vital
social opportunity. A few CYP accessed disability sport, which they enjoyed.
Churches were another place where two of the CYP had felt accepted.

Four parent carers attended a parent support group, which provided parents with
support, information, empathy, friendship and more.

Acceptance and understanding in the wider community was very limited with the
result that CYP and their families could feel very isolated.

Ideal Life, a Better Experience

Services for the child:

In terms of education, schools would have a better understanding of additional
support needs, would be better funded to meet the needs of CYP. CYP should be
offered chances to succeed so they could shine and be able to reach their potential.

Sensory needs would be considered and perhaps there would be a special school for
young people with Autism or Asperger’s which was sensory appropriate as
Drummond is, but with access to the curriculum.

Educational Psychology would be child centred rather than focussed on integration
in to mainstream at all costs. They would listen to the CYP and keep appointments
with them.

Transition in to adult services should be easier and better planned. Ideally a job
would be available for young people, which would pay enough for them to live
independently.

In terms of health, intervention would be timely and appointments coordinated to
save transport and time. CYP’s fears and phobias would be addressed. Anger



management would be available for those CYP who needed it. Ideally the CYP would
be healthy and no longer on medication.

Less change over of staff would be useful.

CYP making healthy choices for their diet and exercise would also be part of an ideal
world.

In terms of other needs, ideally, CYP would be competent and comfortable mixing
with their peers. This might include having a mentor or someone that young people
can contact and refer to. To support independence being able to contact someone
by text or email in a crisis would be helpful.

My Child's Ideal World

Services for the family:
In terms of social work, support would be regular and based on a good
understanding of the child. Parent carers would get sufficient respite, taking account

of their need for more sleep.

Training would be given so that professionals understood the pressures on families.
Families would not have to fight for services.

Child’s Plans would be shared in a timely fashion, regularly reviewed and advance
notice given of meetings so that people could attend and be prepared.
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In terms of other family support, it would be based on listening to the parents,
recognising the needs of the family as a whole, involve good working relationships
between professionals and families and be consistent.

The suitability of housing and safety issues would be addressed.

Ideally parent carers would be in the position of being able to work and earn money.
Families should know about their entitlements and get benefits advice when
needed.

Services accessed from the community:

In terms of education, all school staff, teachers and Learning Support Auxiliaries
would be appropriately trained. The schools would have a wider focus than on
league tables and academic results. Achievement in a wider sense should be
recognised.

Communication between : s hamiiee.. <
services should be improved. '

In terms of health services,
allowing families to make
appointments and to
coordinate different medical
appointments on the same
day would be enormously
helpful.

Overall, there should be
improved communication and
integration from services,
more training for professionals
and other staff, more parent
participation and service
providers should be monitored
and held accountable.

In terms of other needs, activities out of school should be more accessible, such as
parks, quiet spaces, clubs and cinemas (there are none in the north). Specialist clubs
should be supported. More funds should be available for young people to have
support workers to access local facilities.

For inclusion in the community, there would be wider understanding of the various
conditions and an acceptance of difference.
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Steps Towards a Better Service

Participants identified the following steps towards improved services:

10.

11.

12.

Listen to and respect the voice of young people and their parent carers; make
sure they know they are being listened to.

Ensure young people and their parent carers are involved in decisions and
feel they have a locus of control.

Promote awareness of children’s rights to children themselves and those
working with them

Provide more training on living with disability to all levels of staff from
auxiliaries to heads of service. Ensure appropriate training of particular
individuals e.g. autism training for all those who work with children with
autism.

Provide parent carers with training from diagnosis. They will become the
major support worker and should receive the training needed. This may be
moving and handling, carrying out medical procedures or CALM training for
those whose children might require restraint.

Try to understand and take in to consideration the massive contribution
made by parent carers and the cost to their mental health and wellbeing,
especially considering that many do not get a full night’s sleep.

Remember the siblings, often their quality of life and access to activities is
diminished.

Provide support in a crisis. Early intervention will not just save distress but
escalation of needs too.

Communication should be timely. If there is a home/school diary this should
be used everyday and not only once a week or whatever. Child’s Plans should
be shared and updated.

Promote understanding of the sensory issues for some young people, such as
flickering lights, textures, colours, smells and so on. This is not currently well

understood.

The importance of a social life for children/young people should be
recognised. Young people may benefit from a buddy or mentor.

Tackle defensive practice and protectionism. If something isn’t working be
solution focussed instead of defending what has happened.
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13. Meetings should lead to a plan and then action; people should be
accountable for the actions.

14. Be creative in finding solutions.

15. Find a way of recognising the achievements of children who will not achieve
the normal goals. League tables are not the only measure of success for a
school.

16. Inclusion needs to be actively promoted with peers, parents and staff from
infancy onwards. It will not happen by itself.

17. At diagnosis provide a pack of information about condition and the services
available and include information about what different professionals do.

18. Provide timely information about benefits and entitlements (such as carer
access of NHS dentist).

19. Shorter waiting lists, employ more people like allied health service
professionals.

20. Medical appointments should be timed to suit the family, not too early in the
morning for those with other children or a distance to travel. Also combine
different appointments on the same day to save family disruption on several
days.

21. More opportunities and better facilities (eg park suitable for children who
might run away).

22. Improved access and disabled toilets.

“We al l have the similar experiences of
good and whyhey are good. That is the type of service we need more because it
wor ks and the other stuff doesn’t."”

Good professionals:

Listen to the parent carer and child

Make themselves available (within reasonable limits)

Remember the last visit and are up to date with progress before meeting up
Good and timely communication

Understand and acknowledge the parent’s expertise

Be open to learning themselves

Show care by checking in from time to time “Haven’t heard from you for a
while....”

= =4 =4 4 -4 8 -9
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Last word from a young person:

I A W
7
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