
In this edition of the Newsletter we look at new initiatives for the NPSA, the Taking Control project and the recently published HIQA Standards.  But first …….

NPSA AGM – Report

The NPSA AGM was held in the Aisling Hotel on Saturday April 18.  Although the attendance could have been better there was a buzz in the air and an enthusiasm to keep battling for the rights of people with intellectual disability and autism.

It was a historic occasion as it marked the transition from the NPSA to the National Parents’ and Siblings’ Alliance Limited (although we expect to be still known as the NPSA).  That is, we are now a company limited by guarantee.

The new board members are Mary Allen, Frank Conaty (Chairman), Geraldine Graydon (Company Secretary), Seamus Greene, Tom Healy,  Karen Kanning (PR), Kieran Kennedy (Recording Secretary), Margaret Lennon, Anita McCann (Treasurer) and Caroline O’Dwyer.  

The Strategic Plan was passed by the meeting.  It was agreed that board members would take responsibility for the implementation of various aspects of the Plan.

The matter of funding was discussed.  People expressed a commitment to work towards bringing our funding back to a healthy situation as soon as possible.

HIQA National Quality Standards: Residential Services for People with Disabilities.
We enclose an Information Sheet on the publication of the HIQA National Quality Standards for residential services which were published on May 11th.  We believe the Information Sheet is worth reading, but below is a quick summary of the main points made.

Plus points

· The Standards represent a detailed description of how a service should operate. 

· The document illustrates the idea of person centredness as understood by many parents.

· The final draft is less vague than earlier drafts about parental involvement.

Minus Points:
· Services are being asked to implement them on a voluntary basis.
· Even when inspectors are employed, we fear that they will find it difficult to monitor the more subtle problems with service provision. 
· The final draft has two “get-out-of- jail” clauses for service providers and Government.
Further information may be found in the Information Sheet.

New NPSA Initiative.

In recent years the NPSA has received many phone calls from the parents of children with special needs who are being educated in mainstream schools.  While some of these calls have been very positive about mainstream education, others have been otherwise.  Recently the NPSA Board has decided to tackle this issue.  We intend having a series of meeting throughout the country for parents.  These meetings will mainly take place over the Autumn and Winter but we are having an initial meeting in Kilkenny.  The venue is the Clubhouse Hotel, Patrick Street, Kilkenny and the meeting will be held on Thursday June 18 at 7.30 p.m.  The aim is to get parents together and hear about the good things and bad things happening in schools.  We intend to take note of  the issues that are causing difficulties and try to find ways to help.  

Taking Control – a report on the Individualised Funding project.

You will remember that over the past eighteen months we have looked at alternative service/support options for our family member with a disability.  In our Information Sheet of Dec 2007, we talked about the ideas behind Individualised Planning for people with disabilities.  Following our conference last October the organising committee has been meeting regularly to try to move the project forward.  While no final decisions have been made we expect to have a plan shortly.  Some of the areas that need to be looked at are discussed below.

If individualised funding is to happen it will be necessary for the Government/HSE to find new ways for the distribution of support funding for people with disabilities.  We believe, initially, the current system of Consultative and Development Committees might be retained.  However, there would need to be huge changes in how they decide who gets the money.  The situation for people moving into services for the first time would be quite different to those who are already with a service provider.  This would need to be worked at.

The other component is how to create a “good life” for people with a disability.  This will involve a new kind of thinking for all stakeholders.  Essentially, it means that the person becomes the centre of all decisions made for or about him/her.  Many services are inclined to say that this happens already and in a sense it does.  However, we are talking about a huge shift in thinking as compared with the present.  This shift would involve not only service providers but also parents and other carers.  Most of us are trapped in a culture which says that we know what the person with a disability requires and that anyway, he/she would be quite incapable of having a view - even with assistance.  (Although we certainly know that our sons or daughters have, at times, a clear view of what they don’t want and make that clear in many different ways.)  So, in deciding what our family member with a disability actually wishes, the “discussion” must be a three-way one between family, service provider and our son/daughter.  We understand that this might be seen as very difficult and at times it will be.  However, that is the inevitable and necessary result in putting the person with the disability at the centre of the process.

Of course, decisions will then have to be made.  What will these decisions look like?  The nature of the process dictates that we cannot say what they will look like.  The final decision could be a traditional service – if that is what really suits the person.  It could be drastically different from that or could be somewhere in between.  International experience is that where individualised funding/planning exists the majority still go the traditional road.  There is only one criterion - we should be absolutely sure before deciding with/for our son or daughter that it is the best way for him/her to achieve a “good life”.

In short, we are saying that families should be open to all possibilities and service providers should start making the service/supports fit the person rather than making the person fit the service. 

It goes without saying that to achieve all this it will be necessary for those providing the funding to be open to the concept of individual/family control over how funding is used.  This will require a major shift in attitude by the DoHC and the HSE.  

We’ll keep you informed on how things go.

National Quality Standards: Residential Services for People with Disabilities
In our June ’08 and our Autumn ’08 newletters we referred to the Standards for Residential Services for People with Disabilities being prepared by HIQA.  On Monday May 11th, 2009 the Standards were published.  According to HIQA:

i. They provide guidance to service providers on how to provide good quality and safe services 
ii. They inform service users and their families as to what they can reasonably expect of a residential service 

iii. Once they have been approved by the Minister of Health and Children they will be used in the registration and inspection of residential services for people with disabilities.

Their publication is good and bad for people with a family member in a residential placement.  The Standards certainly provide guidance to service providers on how to “provide good quality and safe services” as stated in point (i) above.  We’ll come back to (ii) later.  However, the first problem, and undoubtedly the biggest, is point (iii).  The Standards have not been approved by the Minister of Health and Children and are not likely to be approved in the near future.  To approve them would mean that an inspection process would have to begin.  This would mean that HIQA would be given the funding to employ inspectors.  This is not likely to happen in these recessionary times.  Although, we would encourage everyone to put pressure on their TDs to make this happen.

In the meantime, we are left with HIQA encouraging service providers to implement the standards voluntarily.  On the plus side, the Standards represent a detailed description of how a service should operate.  So, as an aid to staff in services, it is a document worth reading.  It sets out the kind of ideas that groups like the NPSA have been saying for a long time.  In particular, it illustrates the idea of person centredness as understood by many parents.  At the risk of being too simplistic, it sets a standard that is worth achieving.  

The catch is that the idea behind the Standards was quite complicated to begin with.  As you will see on page 3, the Standards come in two parts.  There are the Standards themselves and they must be met.  Each Standard is followed by criteria as to how that standard might be met.  As HIQA says in its introduction to the document:

“The standards are made up of standard statements and criteria. The standard statements set out what is expected in terms of the service provided to the person living in the residential service. The criteria are the supporting statements that set out how a service may be judged as to whether the standard is being met or not.  The criteria should be seen as indicative, rather than prescriptive.”

What they mean is that when, and if, one of their inspectors visits a unit they would expect to see that all the Standards are adhered to in that centre.  However, the criteria are only examples of how each standard is being met.  The service might be able to prove to the inspector that they are meeting the standard, but in a different way.  We believe this will be a difficult enough job for an inspector and, painful experience tells us, that while there are many good people in the field, not all involved in any area, including HIQA inspectors, are perfect.  So, quite clearly, there will be difficulties when there are inspectors in the field.  

But in the foreseeable future there will be no inspectors.  If service providers are judging themselves, each will do so from the position of the culture and norms of their particular service.  As we know, these cultures vary dramatically in every way, including that of quality.  Equally, the interpretations of what a service needs to do to meet the Standards will vary in dramatic ways.  So we can expect that the better services will have little use for the standards because they are already involved with their own high quality standards while those who might not be at the same high level will not be persuaded by the Standards Document.

This leads to point (ii) above.  That is, the standards “will inform service users and their families as to what they can reasonably expect of a residential service”.  This is a very important tool for parents.  It does not mean that a parent or family member could produce the standards and expect everything to change.  However, it does give a measure that parents can use to help them judge the service for themselves.

The final draft of the document contained sections not contained in the earlier drafts.  Some of these were good.  For example, the role of family members in supporting the individual with a disability has become less vague:

“The individual referred to throughout the standards is the person receiving a service in a residential service. In certain circumstances due to the nature and/or the extent of the individual’s disability he or she will require another person to represent his or her interests. Where the standards refer to the individual, they are to be read as requiring the involvement of the representative in any situation where the individual so wishes and/or cannot act for him/ herself. The representative may be:

· A spouse, parent, relative or friend of the individual,

· The individual’s legal representative

· The individual’s advocate”  

However, there was one sentence added which we should have expected but is, nevertheless, quite frustrating.  It is:

“Inspection against these standards and criteria will take account of the need of service providers to balance competing demands and priorities and to operate within allocated resources.”

HIQA claim that when there are inspectors they will encourage services to think “outside the box” in terms of the use of resources.  This remains to be seen.  However, it is clear that before HIQA inspects (in our view that will not be within five years) many services will see this as a “get-out-of-jail” clause.   

Another problem connected with resources is also contained in the final draft:

“Registered providers are expected to ensure that the residential services for which they are responsible comply with all of the standards.  However, it is recognised that some standards may not be applied to all services immediately.  For example, older premises are unlikely to be expected to immediately conform to the same standards in relation to the physical environment as newly built premises. These matters will be determined following the completion of a Regulatory Impact Assessment (RIA) that will be undertaken by the Department of Health and Children. This will assess the cost and other implications of implementing the standards and regulations.”

In our opinion this boils down to saying that if it costs the State too much then it will not happen or certainly not for a long while.

There is also issues related to some of those arising from the Ryan Commission Report into child abuse in institutions.  We now know that, even though these institutions were inspected, appalling things occurred.  We accept that current services are most unlikely to have a similar regime.  However, damage can be done to people’s lives in more subtle ways and still leave them marked for life.  For example, we are conscious of many stories of people with an intellectual disability and autism who have exhibited challenging behaviour within their residential service or in their day service.  We have also heard many parents expressing concern about how service providers responded to such behaviour.  We wonder, for example, if there are many people who are in special units for challenging behaviour or who are on forms of medication which reduce the quality of their lives and who could have been catered for in a better way.  We also wonder, if the HIQA inspectors, when they commence, will be capable of giving these people justice.  

Finally, the Standards fill a void that needed to be filled.  As they currently exist, they are better than nothing.  However, we remain to be convinced that they will create a Utopia even when inspections commence.  (On page 3 of this Information Sheet we list all the standards without giving the criteria.  On page 4 we give Standard 1 and all its criteria.  The full document can be had on the HIQA website or on the NPSA website.)

National Quality Standards: Residential Services for People with Disabilities
Section 1:  Quality of life

· Standard 1: Autonomy and Participation: Each individual exercises choice and control over his/her life and over his/her contribution to his/her community.

· Standard 2: Privacy and Dignity: The privacy and dignity of each individual is respected and promoted.

· Standard 3: Daily Life: Each individual’s daily life is structured in accordance with his/her preferences.

· Standard 4: Personal Relationships and Social Contacts: Each individual is supported to develop and maintain personal relationships and links with the community in accordance with his/her wishes.

Section 2:  Staffing

· Standard 5: Staffing: Each individual receives sensitive and personalised support in accordance with his/her wishes and aspirations from an adequate number of staff who are selected in accordance with best recruitment practice and who possess the appropriate personal qualities, experience, qualifications, competencies and skills.

Section 3: Protection

· Standard 6: Safeguarding and Protection: Each individual is safeguarded and protected from abuse.

· Standard 7: The Individual’s Finances: Each individual exercises control over personal finances and is protected from financial abuse and exploitation.

Section 4: Development and Health

· Standard 8: Personal Plan: Each individual has a personal plan to maximise his/her personal development in accordance with his/her wishes.

· Standard 9: Health: The health needs of each individual are assessed and met.

Section 5: Rights

· Standard 10: Information: Each individual has access to information provided in a format appropriate to his/her communication needs, to inform his/her decision making.

· Standard 11: Informed Decision Making and Consent: The right of each individual to make decisions is respected and his/her informed consent is obtained in accordance with legislation and current best practice guidelines.

· Standard 12: Citizenship Rights: Each individual is facilitated and supported to exercise his/her civil and political rights, in accordance with his/her wishes.

· Standard 13: Admission Processes and Individual Service Agreements: Each individual’s admission and discharge is determined on the basis of fair and transparent criteria and his/her placement is based on a written agreement with the registered provider.

· Standard 14: Complaints: The complaints of each individual are listened to and acted upon in a timely and effective manner.

Section 6: The Physical Environment

· Standard 15: The Living Environment: The residential service is homely and accessible and promotes the privacy and dignity of each individual.

· Standard 16: Health and Safety: The health and safety of each individual, staff and visitors to the residential service are promoted and protected, while safeguarding each individual’s right to a good quality of life.

Section 7: Governance and Management

· Standard 17: Governance and Management: The residential service is governed and managed in a manner that supports the creation and continuous improvement of a person-centred service that meets the needs of each individual and achieves outcomes for him/her consistent with his/her plans and aspirations.

· Standard 18: Purpose and Function: There is a written statement of purpose and function that accurately describes the service that is provided and the manner in which it is provided.

· Standard 19: Records: Each individual is supported by appropriate record keeping policies and procedures.
Standard 1:  Autonomy and Participation

Each individual exercises choice and control over his/her life and over his/her  contribution to his/her community.

Criteria

1.1. The individual lives in residential accommodation and in the particular residential service of his/her choice, and may choose to leave it at any time.

1.2. The individual who decides to move from a residential service is assisted in the preparation for the move and facilitated to do so through the provision of information on services and supports available and, where appropriate, the provision of training in the skills required for independent living.

1.3. The individual enjoys the security of a permanent home and is not required to leave against his/her wishes unless there are compelling reasons for the move, he/she is consulted in advance and has access to an advocate if he/she wishes to object.

1.4. The individual keeps a key to the residential service and enters and leaves at his/ her own discretion having due regard to the need to let staff know of his/her whereabouts.

1.5. The individual is not asked to leave the residential service, on a temporary or permanent basis, for the convenience of staff or so that his/her place can be given to another individual.

1.6. The abilities of the individual are recognised and fostered.

1.7. The individual is supported to choose the particular supports he/she requires to maximise his/her quality of life.

1.8. The individual: 

· contributes ideas to, and participates in, the day-to-day activities of the residential service 

· participates in staff selection 

· is consulted about new admissions, with due regard to the rights of the applicant for admission

· is represented in whatever forum is used to discuss and plan the future direction of the residential service.

1.9. Individuals of all ages are encouraged and facilitated to pursue educational opportunities, meaningful activity or employment that suits their needs and preferences.

1.10. The individual is facilitated to maintain social roles occupied prior to admission.

1.11. The individual is encouraged and supported to become, or to continue to be, an equal and active citizen through involvement in community groups and activities, in accordance with his/her wishes (see also Standard 12: Citizenship Rights).

1.12. The individual has opportunities and support to participate in individual and/or communal recreational activities within the residential service and in the community, either with, or independent of, other individuals.

1.13. The individual can avail of opportunities to travel inside and outside the country.

1.14. The individual may keep pets provided account is taken of safety and hygiene and the wishes of the other individuals.
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