Summary of Parents’ Forum Event

1st July 2010

Aiming High for Disabled Children (AHDC) aims to make sure that in each local area parents are involved with decisions about the provision of services for their disabled child.  

As part of the Aiming High agenda parents and carers are being encouraged to get involved in the decision making and planning of disabled children’s services by setting up a parents’ forum, which will become recognised as the ‘parent’s voice’ in each local area.
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In Manchester there are already a number of small groups and forums and we would like to see these come together and grow to form a collective voice.  On the 1st July, 2010 we held a consultation event at the Midland Hotel to ask parents to help us establish and shape an independent forum for parents and carers of disabled children.

The event was attended by 78 parents and carers from Manchester.  These parents and carers were from all parts of the city.  The chart below shows the percentage of parents from each part of the city.
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There was also representation from different communities within Manchester.
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The following parent support groups also attended the events to give parents the opportunity to join their groups and get further information.
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Summary of consultation findings


All the parents/carers who attended took part in a world café consultation exercise to help us to inform the setting up of a parent’s forum in Manchester.


Three key questions were asked and below is a summary of your views.

World Café – Feedback summary

Thinking about Parent Participation- what currently works for you in Manchester?

Focus group consultation – Parents feel supported in groups and are more confident to voice their opinions.

This view was shared by all three tables.  The rest of the comments focused more on what doesn’t work in Manchester.

Thinking about Parent Participation – what should Manchester avoid and why?

Parents feel that they are not always given the full information by professionals and their views are not always respected.

Information overload – parents feel often they are given too much information in a short period of time.

Support groups in schools – parents feel that these can limit participation when there are staffing issues.

Lack of flexible meetings, meetings are sometimes in venues that are difficult to get to and not always at times to suit the whole family.

Short notice when planning events. Parents should be given more notice.

Not giving feedback from events. Parents do not always feel listened to.

Not putting enough parents on decision making panels.

Not giving enough support to parents after diagnosis.

Thinking about Parent Participation and what we have heard today what do we want to do in Manchester?

· Local support groups, some related to specific disability and some mixed.

· Online forum, Facebook page, Text messaging service.

· Groups for parents whose first language is not English.

· Occasional big conferences for parents to attend.

· Support groups should feed into a central group and also to professionals and local services.

· Make sure that information gets to families through a wide range of venues and media.

· Pay parents to develop participation, fund parent’s groups to pay for flyers, room hire refreshments etc.

· Have local parent support groups with clear purposes

· No guilt, welcome all parents even if they cannot commit to regular attendance.

During the event we asked for comments and questions to be left on a ‘parking board’.  We took these back and asked the appropriate people to respond. 

The following is a list of answers to your questions and responses to your comments.

Questions & Answers

Q. What happened to parents as trainers?

Q. Were any Manchester parents consulted on the format of today’s meeting?




Q. How do you propose to reach parents who have literacy or sight problems?

Q. I would like a night away in the country with my disabled children. Would the authority / Aiming High pay for this?


Q.  Where can Chinese parents going through statutory assessment get information in their language?




Q. How many parents have been consulted in CHAD review and how? There seems to be no commitment to meaningfully involve parents in this review which will have a huge impact on us.


 Q. Why is MAP changing?  We want them to stay as is.

Q.  Why do providers charge extortionate prices for their services?


Q. I held a consultation group at Talbot House - parents told you what they wanted but provision has not been forthcoming. What happened?

Q. Why are providers constantly changing so there is no consistency for the children?

Q. Why is the criteria changing all the time?


.

Q. Why are parents who access lots of monies from social services, respite, direct payments etc still getting Aiming High monies?

Q. Why are things being changed from MAP to Aiming High?

Q. How much money is left and what are you doing with it? 


Q. Why are we not being given proper accounts of what parents are entitled to?

Q. When will we see results? Give us a timescale.

Q. Where are your parent speakers from Manchester? Many of us would have been available to do this.

Q. Why haven't MAP been invited here today?

                                     

Comments and Responses.

The Day 

Comments:

· The venue is expensive.

· Local Support Groups were not consulted about today or asked to share their experiences.

· The money for today’s event could have been spent on children.

· Manchester Parents could have been asked to speak at the event.

Response:

The Council did get a very good rate and we needed somewhere central and large enough.  We also felt it was important to value parents and carers and be able to work in comfortable surroundings.

We invited all the support groups that we could contact and asked them to hold an information stall for parents/carers.

A budget was allocated for parental engagement and the costs for the day were met from that budget.  We wanted to focus on potential models of parent participation and that is why we agreed to hear views from other local authorities.  We will certainly ask Manchester parents to speak at future events.

SUPPORT FOR PARENTS

Comments:

· Parents need training in DDA so they can better understand the rights of their children.  We want the same training as teachers and governors.

· Siblings are just as important as the disabled child.  I struggled to get my other children into school.

Response:

We have commissioned some training for parents and this is ready to roll out. Training in DDA for parents may be available in the future through the forum.

Support with getting your children into school is available for the Choice Advice Service which is part of the Family Information Service, they can also give you a whole range of information to support you and your family. Telephone

0800 083 7921.

SHORT BREAKS

Comments:

· Not everyone is getting information about short breaks.

· I want more baby sitting services.

· We want more after school drop-ins for the whole family.

· Need more direct information through telephone, email and mobile about services.

· Very little short breaks for the under fives.

· Need to be more aware of what is on offer.

Response:

In the future information on short break provision will be made available through the Family Information Service, this will help to ensure that this information is accessible and available in a wide range of formats.

More babysitting services have been commissioned and these can be accessed through the short breaks menu.  Provision for the under fives has been improved and there is now a wider range of short break provision available this includes stay and play sessions, multi-sensory play, dance, music workshops and playgroups.  We will pass your comments about after school drop-ins to the extended schools team.

PAY FOR PARENTS

Comments:

· You are relying too much on voluntary parent help and support.

· Parents should be paid for their time.

· Parent support groups would welcome funding for pampering, fitness, trips etc.

Response:

We now have a mechanism in place to pay parents where appropriate and where we can.  Unfortunately we do not have funds for activities such as pampering, trips etc.  In the future however, through the forums we want to support parent groups in accessing funds for such activities.
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OTHER SERVICES

Comments:

· Panel required for rare disorders due to a lack of knowledge and support.

· Specially trained dentist for our children.

· 3 week wait for equality and inclusion officers too long.

· Special hours in doctors surgeries.

· Need more information about services in Manchester.


· Need information at primary school to help parents.

· Education/resources when child is in hospital.

· Tell us which childcare providers are trained and experienced in SEN and disabilities.

Response:

Unfortunately we are unable to respond to all of these questions as some of them relate to health services, such as GP’s and dentists. However, our plans for the parent’s forum should address some of these issues.  Our review of services will mean more localised services and people being able to respond to individual needs.  In the meantime your community paediatrician may be able to help.  The Family Information Service can also help with information on other services and they should be able to give you information on which childcare providers have experience of caring for children with disabilities.   

FUTURE ENGAGEMENT

Comments:

· Evening & weekend group session. 

· Similar events need to be held locally. 

· Manchester needs a parent forum.

· We need more parent partnership.     

Response: 

We intend to set up a parent/carer forum with local based group meetings.  These will at the start be supported by a worker from Manchester Carers Forum but in the long term they will be run by the parents and carers.  Each of the local groups will send representatives to the main steering group.  This group will be responsible to parents/carers for the agenda and the development of the forum.  

Specialist/Interest groups will be asked to elect a member to represent them at the steering group.   This steering group will establish terms of reference with a formal set up and a very clear parent/carer agenda informed by all of the local groups.  The steering group will represent the views of parents and carers in Manchester and feedback to the groups.  They will also be responsible for feeding information from parents and carers to the local authority, strategic groups and decision makers.

The local groups will meet monthly at agreed times and venues to suit parents and they will inform the work of the steering group which will aim to meet at least every two months.  The steering group will work to develop links with other parent groups and in working with the Parent Partnership Service will contribute to the promotion of the 'parents’ voice' in Manchester.

If we have not answered your question or responded to your comment please feel free to contact the Parent Support Service to discuss.

0161 245 7300

parents@manchester.gov.uk[image: image8.png]



� EMBED MSPhotoEd.3  ���





� EMBED MSPhotoEd.3  ���








Talbot House





Lancasterian Special School








South Manchester Down’s Syndrome Support Group








Pioneer


Parents





POSY





Manchester Carers





Piper Hill


Specialist


Support School





The Birches 


School





Rodney House


School





Asian 


Parent Carers


Project





Bamboo Group





Sure Start





� EMBED MSPhotoEd.3  ���





North Ridge


High School





� EMBED MSPhotoEd.3  ���





A. If you are a trainer you can register with traded services.  In the future through the parent forum you will be able to access training for trainers





A. Yes. Parents were involved in the planning meetings.








A. Through improving the Family Information Service and through the specialist resource centres we will be responsive to needs and aim to improve access to information





A. This depends on an individual assessment; you may also be able to get help from the Family Fund who can be contacted on 0845 130 45 42.





A. Parent Partnership Service 0161 209 8356








A. Some parents have been involved, once the structure is in place we will consult wider





A. Services will be more locally based with easier access for all.





A. When the local authority commission short breaks we do a value for money exercise.





A. Information was fed into what was commissioned; in future through the forums we will be able to gain wider feedback





A. We have been commissioning a variety of provision to ensure we have in place what people want. Unfortunately some early provision was not value for money or did not meet needs. Provision will be consistent for the current funding period.





A. Eligibility criteria is in the process of being developed





A. We are working hard to establish effective eligibility criteria that will resolve this issue.








A. This is not the case; MAP and Aiming High are two separate things.





A. All the Aiming High money has been committed for the provision of short breaks.





A. Eligibility criteria in process of being developed will resolve this issue.





A. We will be holding follow up meetings with all the parents who have expressed an interest in the forum in the near future.





A. At future meetings and events we will welcome input from Manchester parents. This we wanted to show how forums worked in different areas.


		








A. Priority was given to parent support groups and parents.
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