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Carers Forum: What, Who, Why

What: The Carers Forum is an opportunity for Carers to come together, discuss key issues, share experiences, inform and be informed about provision of services and influence planning of services

Who: The Forum is for any Carer in Gloucestershire, regardless of age or caring background. It aims to be inclusive, so whatever your situation, there is something for you.

Why:  Carers Gloucestershire believes that Carers should be recognised, respected and involved as partners in care and should have a collective voice to influence policy making and service planning – the Forum plays a key role in this process for Carers.

Parent Carers

Parent Carers have the opportunity to meet for a separate workshop during the Forum and discuss issues that are of importance in children’s services. With quality engagement between parents and practitioners it is hoped that services will listen to their users and where able make changes to their services. It also acts as an informal support for Parent Carers to meet with other Parent Carers and exchange thoughts and ideas.
Seven Parent Carers participated in a facilitated discussion by Louise West (Carers Planning and Policy Officer) on information. Sarah Hopkins from the Key attended alongside Andrew Fraser (Team Manager for Children with Disabilities), Magdalena Gulcz-Hayward (Parent Carer Assessor in the Children with Disabilities Team) and Lucy Powrie (Parent Carer Participation Worker at Carers Gloucestershire).
Four questions were asked and explored

1. What difficulties have you experienced when it comes to getting the right information (what issues, if any did this raise for you?)

2. What kind of information is useful?

3. At what point would this information have made a difference to you? – (When is it the right time to give out information?)

4. Who should be the point of access for getting information? For example many agencies or one identified person.
What difficulties have you experienced when it comes to getting the right information (what issues, if any did this raise for you?)

· People giving the wrong information

· Parents being made to feel a nuisance or stupid

· Timing – made to feel that you are begging – power relationship

· Too many people

· Confusion for example too many names mentioned which can lead to frustration and feeling bogged down

· Inconsistent – criteria setting

· Not being listened to

· Too much paperwork

· Being passed on – “passing the buck”

· Lack of communication (even in the same office)

· BIG SECRET

· Diagnosis can hinder getting help

· Comparison between different children with same diagnosis, not taking each child and family as individual

It is apparent that parents are still having problems with information. Many have resigned themselves to the situation of poor, inconsistent, late information and have become used to it over a number of years. But this should not be acceptable, especially with the encouragement and often requirement of services to be transparent.

There was comment that there are practitioners who are very good and once you find them you do not want to part with them. Building up a rapport and trusting someone takes time and it can be very difficult for parents to get to know someone else if a practitioner leaves or is moved elsewhere. This relies on a consistent approach, but a lot depends on the personalities involved and interpersonal skills of the practitioner and this unfortunately is beyond anyone’s control.

Parents often feel bewildered and overwhelmed with information. It is about striking the right balance and there was acknowledgement that this can be difficult. One parent talked about feeling confused when too many names were mentioned. If this is not written down with the job role and what they can do often parents will not know what to do and will choose to do nothing. Parents of children with disabilities have much to contend with above and beyond most families and they do not have the time or energy to try and pursue ‘bits’ of information. This leads to frustration and feelings of being bogged down and nothing is achieved and nobody benefits.

Parents were anxious to get across how they have been made to feel by practitioners when asking for information. Some have been made to feel a nuisance or stupid and this is not acceptable. We have all been positions where we have had to ask for help and it takes a lot of courage. The tendency by some practitioner to judge parents has to stop. No matter what, parents have a right to expect to be respected. No matter how many times parents need to discuss an issue and request information if they ask they have a right to a reply. It may be that jargon is being used and this needs to be avoided. Similarly some parents need things written down whereas other parents actually need to be told face to face or on the phone if their literacy skills are poor. There also needs to be an acknowledgement that English may not be a first language and steps to address this should be in place. Parents were often in a position where they felt they were begging for information and this made them feel inferior to the practitioner instead of working in partnership.

Parents reported too much paperwork and often it would be put on a pile. One parent commented that a phone call would be much better rather than a letter and practitioners would get an answer there and then. However, there was an appreciation that sometimes paperwork is needed but an overriding feeling that there is too much (probably something echoed by professionals).
There was concern that even within the same office there is poor communication. Parents cannot understand why practitioners do not communicate with one another and this again leads to frustration.

The notion that information is a ‘big secret’ was raised. The fact that some practitioners keep things to themselves, but also that fact some practitioners do not know themselves what there is for children and families. There needs to be a more open system and better training for all practitioners in all disciplines to support and empower parents to make the right choices for their child and themselves, not fitting parents into a box because it may ‘make life easier’.

One parent reported that actually getting a diagnosis can be a hindrance rather than a help, but this must be taken in the context it was explained as more often than not a diagnosis can help. The parent likened it to having two children with the same condition but both took completely different manifestations. This led to practitioners making comments akin to ‘well Sam was not like that’, ‘that did not happen to Sam’. Almost making the parent feel they were making it up. A frustration for parents and a reminder for practitioners that they need to take account of each child as an individual and not put all in the same pot with the same diagnosis, rather embrace the individuality of each child and family and adapt to their circumstances.

What kind of information is useful?
· Signposting to different organisations
· Key worker

· Rights and entitlements for children and parents
· Responsibilities of professionals – contacts what you can expect
· Not bad or complicated information on a Friday
· Options and appropriateness – parents make choice
· Pathway 
· Booklet that parents can complete with useful information and send parts off to various places like the Key. “Your story” / Family File. This would be a joint initiative with Health and Social Care
· Record of information booklet to refer back to
Parents want to be signposted to organisations and people who can help. This relies on the knowledge of the practitioner who is involved with them to suggest appropriate places to go or at least be able to do some research themselves for the family. This is where places like The Key and the Family Information Service can help in the county of Gloucestershire. Sometimes parents will find it difficult to make initial contact and in these circumstances professionals need to be astute and offer to make contact on their behalf with their permission.

Perhaps there needs to be some sort of standard folder for each area working with children with disabilities to access and use as a resource for families, something along the lines of The Key folder which is issued to each family who registers. Parents mentioned the notion of a key worker. This will be discussed later.

Parents are often unaware of their rights and entitlements and struggle for a number of years before there is any help. Parents should not reach crisis point before being told of certain things. I have heard many accounts from parents that Disability Living Allowance is not always talked about, especially when a child’s condition is not diagnosed. There are many children who without a diagnosis cannot access services but whose behaviour causes enormous stresses on the family.

There was discussion around responsibilities of practitioners and these should be clearly laid out in service guides and explained on initial contact. Every parent should know what to expect from a service, including how the professional should act, expectations, deadlines, conflict. Likewise, parents need to be aware of their responsibilities. I have wanted to produce a Parent and Practitioner Charter, but as yet this has not happened but maybe can be seen to be a goal in the coming year.

Parents liked the idea of a family file or something called “Your story” that they could keep and record significant pieces of information and events. There was a suggestion that this could be a joint initiative between health and social care and something that Sarah Hopkins said she would feed back to The Key on behalf of the parents. Something with tear of slips that could be sent to various contacts and support when a family needed it would also be really useful.

Parents felt the need for some kind of defined Pathway that would provide an easier way to navigate the many hurdles that need to be overcome through their child’s development. This could easily be made part of the family file or record of information booklet. Probably the most difficult part of this is policies and people change all the time. Nothing in health, education and social care stays static for very long, and this arguably could be the overriding contributory factor to parents becoming confused, apathetic and disillusioned with the services that are out there. On top of that current constraints on public services now coming to light in these economic times means there is increased anxiety.

The most useful information is when parents are presented with options, sensible options, to make informed decisions and the most appropriate and correct decisions for their child and family. Assisted by knowledgeable and sensitive practitioners can make the difference between making the best decision or the worst decision of their life. Yes, it can have that serious an impact on the child and family and practitioners need to be aware of this.

At what point would this information have made a difference to you? – (When is it the right time to give out information?)

· This is difficult and individual for each family

· Diagnosis

· A point of contact to go back to is vital – Recap with a review

· Health visitors – some children slipping through the net, not as many checks so some children may not be seen and some parents may not see there may be a potential problem

There was an appreciation that the right time for information to be given can be a personal matter. However, there was also agreement that parents do not always know what they need to know, and being offered information can lead them to feeling more empowered and in control of the situation they find themselves in. Parents can always choose not to read written information or say when they are being told too much. Delivering information sensitively and appropriately is paramount and practitioners should always ask parents how they feel and if this meets their needs. If not then more needs to be done to address the gaps.
Diagnosis seems to be a key event when information can be given, however this can be rare. Most children are given a diagnosis but several children are undiagnosed with a series of complaints that amount to them being disabled. This is a prime time in consultations for information to be shared about support services and agencies as well as about the condition itself. To send parents and Carers away with nothing is doing them a disservice as well as the provision and help that can be accessed as a continual support. 

However, thrusting information on parents alone is not good. Parents need the opportunity to come back and ask questions and for more signposting and all practitioners should be in a position to do this or be able to identify someone locally or nationally that can do this.

We all know that consultants, registrars, GPs and specialist nurses are busy, but so are parents and Carers. How easy would it be for a comprehensive pack to be developed so that all information is to hand, but the most relevant aspects can be copied / compiled for an individual case. It would take a lot of time and commitment but it is not beyond the capabilities of the county and could be undertaken in a partnership approach. Many people have access and knowledge about certain services, but it needs to be joined up and then parents will have confidence. At this point also it is important to remember that not all parents will be able to read and not all parents will have English as their first language, so thought how to support these parents needs to be considered.

Parents also raised the concern about the lack of health visitor input and how the role has changed over the past few years. It was felt that some children were ‘slipping through the net’ as they are often not seen by the same health visitor. If you are a first time parent you might not necessarily realise that a subtle deviation from mainstream development might manifest into something more serious later on and earlier intervention might be missed. How this problem is addressed needs to be thought of within the health visiting services provided.

This all sounds very idealistic, but with time commitment and enthusiasm it could become a reality. With committed parents advising and telling of their experiences they can help guide the practitioners that could make improvement of information happen. 

Who should be the point of access for getting information? For example many agencies or one identified person.
· Social worker – but sometimes not meeting a ‘criteria’ means you cannot get one
· Lawyer
· Legal advocate – need to know range of areas and would need a budget if freelance
· Somebody independent
· Key worker 

· Chosen by the parent

· Co-ordinator and point of contact for all other professionals involved

· Where would they be?

· Who would they be?

· Would this be a new post?

· Experience in social work – lead professional?

There was very good discussion around this question.

Some parents felt that a social worker was in the best position to be a key worker. But what if you do not have or cannot get a social worker even when you have asked? This was a reality for one parent and this was being followed up. It must be noted here that there are a small number of families who need social work input in comparison to how many disabled children there are in the county. The social work team for children with disabilities is small and a large amount of families with disabled children do not need social work input.

A lawyer was identified as a potential point for getting information but this is costly and unlikely ever to be endorsed by a local authority. Sadly though, some parents have ended up down this route. Similarly a legal advocate was seen as potentially helping parents who felt let down by the system we operate in. There was an appreciation that they would need to know a range of areas and a budget would be needed. Also who could access this and how – so many questions but interesting ideas to ponder. Having someone independent to act on your behalf and get things done when often it can be painfully slow was seen as a positive move and this could perhaps go in so far to include volunteers trained to support parents at key meetings if needed and be an advocate. 

There was much discussion around the key worker. Some parents already felt they had an identified key worker although a formal operation of the system does not seem to work in the county, yet many parents say they want this. All practitioners like to think of themselves as a key worker but are they?

In an ideal world the parents would like to choose their own key worker. This would be a dreaded prospect for some practitioners as we would soon see who was more popular than another. However, this was acknowledged as being unrealistic as there would need to be a caseload cap to ensure that families received a high standard of care and no one practitioner had too many cases.
The key worker would be an identified point of contact for all practitioners involved and could contribute to deliver and follow up information that the family need or have been given, signposting to other organisations where appropriate. Would the key worker necessarily need a background in social care? Perhaps not, and it would be more pertinent to ask what is the overriding issue for the child and family. Is it speech therapy, education, physiotherapy etc? Wherever the highest degree of need it would be sensible to assume that the practitioner involved would be the best placed person to key work for the family if they had capacity.
‘Despite studies consistently reporting the positive effects of having a key worker, less than a third of families with a severely disabled child have one’, (Black p34). Parents need clear guidance on the criteria for having a key worker, and there needs to be a common definition that is used among workers to explain the role. 

Many questions as you can see were raised about a key worker. How these are answered depends rather on the commitment of practitioners to engage with parents about what is best and set goals to achieve this. 
To summarise, it is evident that Parent Carers are still not receiving adequate information. This is reinforced by parent feedback form the Gloucestershire Parent Carers Council steering group late last year in their responses to a questionnaire from Together for Disabled Children on measuring how Parent Participation was doing. Not one parent said that Information about services and support was well developed and three parents said it was at the first stage. However, the majority did state that it was in development, acknowledging that the Family Information Service, The Key and other smaller organisations are working to improve this. Sadly though, many parents still do not know about these services!
It is hoped that in reading this you will be able to identify areas where information sharing needs to be better and how you can improve how you share your information with parents. Alternatively, if you have a system that works well, please share! 
One final thought 

‘Relevant, timely information is one of the most important services families can be given.’

(Black 2005, p24).
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