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It is my great pleasure today to address the Oireachtas Joint Committee on Health and Children on the Irish Human Rights Commission’s Third Enquiry Report published on 30 March 2010. I will make some brief remarks on our enquiry function and then ask Mr Hogan our Deputy CEO and Commissioner William Binchy to address the mechanics of the enquiry and our recommendations. 
This was the third enquiry undertaken by the Commission, Ireland’s National Human Rights Institution, in accordance with its statutory function under the Human Rights Commission Act 2000 to conduct an enquiry into any human rights matter. 
To briefly set out the background to this enquiry report. The initial request to conduct an enquiry came from a group comprising the parents and siblings of adult persons with a severe to profound intellectual disability residing in the John Paul Centre in Galway City, run by the Brothers of Charity. The concerns of the group related to underfunding, overcrowding, inadequate staffing, and a lack of therapies and activities, most specifically speech and language therapy. The group contended that these issues were having a profoundly adverse impact on their family members residing in the Centre. From the perspective of the Commission it appeared that the question to be addressed was whether the relevant law and practice in the State sufficiently vindicated the human rights of those living in the Centre, and on that basis the Commission decided to conduct the enquiry.

This report is an important publication in relation to the provision of services to persons with intellectual disabilities in this State as for the first time a statutory enquiry examines the range of human rights which are owed to this particularly vulnerable group. 
Commission enquiries are not adjudicatory exercises but must be linked to the performance of a number of the Commission’s other functions, such as:

· keeping under review the adequacy and effectiveness of law and practice in the State relating to the protection of human rights, and 
· making recommendations to the Government on the measures which should be taken to strengthen, protect and uphold human rights in the State.
As such, we do not determine whether human rights violations have occurred in individual cases but we focus on structural or systemic issues. That is why our recommendations are so important because they look at the issues which underpin the protection of human rights or lead to a breach of those rights. Those recommendations are appended to this presentation.
Before passing on to my colleagues I want to record the excellent cooperation afforded to the Commission by all parties throughout the enquiry and by the very welcoming nature of the engagement by the Brothers of Charity which runs the Centre in Galway. We hope the excellent cooperation enjoyed during the enquiry will be matched in the implementation of our recommendations, particularly our structural recommendations addressed to the State parties.

I will now ask Mr Hogan to address the mechanics of the enquiry.

----

Presentation 

by 

Mr Des Hogan, Deputy CEO and Director of Enquiries, Legal Services and Administration of the IHRC
Good afternoon everyone. 

This enquiry took place from 2008 to 2010. It was conducted through research, correspondence, examination of documentation, reports and responses, interviews and meetings with the relevant stakeholders. The Commission engaged in extensive correspondence with the stakeholders to this enquiry: 

· the Parent Group;

· the Brothers of Charity Services Galway; 

· the Health Service Executive; 

· the Department of Health and Children; 

· the Department of Education and Science, and 

· the Health and Information Quality Authority. 

Under the Commission’s enquiry powers, we required the production of detailed documentation and information which was duly provided and then examined. Commission officers met with the Parent Group who requested the enquiry and with the Brothers of Charity. We visited the centre on several occasions and had the opportunity of viewing the facilities. We met with the parents. We met with management and staff at the Centre and with care professionals there. We also met with some of the individuals in the Centre. And we observed the genuine warmth and care for the individuals demonstrated by staff at the Centre. From the beginning, the Parent Group has praised the care staff at the Centre - referring to them as “heroes”.

The present enquiry related to one residential, day and respite care facility, but in accordance with its enquiry power, the Commission looked at the ‘bigger picture’ throughout. Whereas the Centre in Galway provides services to 77 individuals, there are over 26,000 individuals registered as being people with intellectual disabilities in the State. Nearly 20% of this number are people with severe to profound intellectual disabilities; over 5000 people.  

The situation in the John Paul Centre is a consequence of the strategies, legislation and policy frameworks set at national level and which impact directly on these vulnerable individuals. Thus the situation of the Centre was considered against the national frameworks for the provision of disability services. It then considers the international human rights standards which are applicable before analysing the factual situation on the ground against those international standards. This allowed the Commission to draw its conclusions and make recommendations on the measures that now need to be taken. 
I will now hand over to Commissioner Binchy.

Presentation 

by 

Professor William Binchy, Commissioner of the IHRC
Good afternoon everyone. 

The human rights standards we considered in the enquiry were primarily economic and social rights, but which also engaged a number of civil and political rights
· the right to health;

· the right to education;

· the right to equality;

· the right to an effective remedy;

· the right to be treated with dignity, humanity and respect.

Our recommendations numbered 41, traversing structural and local issues.
Overall we found serious gaps in the provision of services to people with an intellectual disability such as those in the Galway Centre. We made a wide range of recommendations, including a re-framing of how disability services are planned and delivered so as to fully respect human rights, a call for the immediate ratification of the UN Disability Convention and the need for independent inspection and monitoring of all residential centres in the State.
In relation to the structural issues, what we need now is a refocusing of the State’s commitment towards a new model of services which ensures that the individual is at the centre of service provision. The framework already exists for the delivery of appropriate services on an individual basis with strong accountability under the Disability Act 2005 and the Health Act 2007, however, this framework is not being applied. 
It is important to state up front that the Commission is more than cognisant of the economic difficulties facing the State and indeed that a number, though by no means all of the recommendations made in the enquiry report, may have resource implications. It is in that context that it is important to constantly bear in mind, when considering the recommendation in the report, that they are all related in one way or another to upholding the right to dignity and autonomy of the individual; the most basic rights that the State owes to everyone, at all times, whether they have a disability or not. It is also important to emphasise that all the recommendations are based on the legal obligations of the State to persons with disabilities, which obligations do not diminish or disappear in the face of an economic downturn. The Commission also believes that in fact, it is the failure to respect the human rights of individuals, such as the individuals residing in the Centre, that may have the greater cost for the State in the long run, and this is bourne out in the experience of the adult residents of the John Paul Centre. 
In terms of follow up, the Commission has received responses from the Brothers of Charity and the HSE, as well as being in communication with the Parent Group. The Commission is disappointed to note however, that despite repeated requests, it has not had any substantive response from the Department of Health and Children and the Department of Education and Skills as yet. 
Brothers of Charity

The Commission was pleased to be provided by the Brothers of Charity with an early response to the recommendations. The Brothers of Charity undertook to draw up a detailed action plan in relation to implementation of the recommendations in the report, having distributed the report to parents and staff and engaged in consultation in relation to same. The Brothers of Charity highlighted to the Commission ongoing challenges caused by cuts to its funding amounting to just over €2.5m for 2010 (This followed a reduction in expenditure in 2009 of €1.7million).
The main impacts on services included the following:

· Closure of 2 community homes and 3 vacancies in residential services not filled from the waiting list;
· Cut to 3 multidisciplinary posts, and an overall reduction in other staff;
· Possible cut to current level of respite services and cuts to the level of day services.

In addition the Department of Education and Skills has indicated it is intending to withdraw the already limited funding for educational services provided in the Centre.

The Action Plan drawn up by the Brothers of Charity reflects the acceptance of the Brothers of Charity of the recommendations in the report and a willingness to take responsibility for same. Further information will be required from the Brothers of Charity and the Parent Group to determine the level to which the Action Plan is implemented in practice, but initial feedback appears positive.

In the area of multi disciplinary services the Brothers of Charity is dependent on funding from the HSE for same. It appears that far from implementing the recommended increases in such services it is proposed to cut same. In addition the psychiatrist employed directly as part of the multi disciplinary team in the John Paul Centre retired during 2010. At the moment they have a locum in place but they have no agreement from the HSE in relation to recruiting for the position and they are concerned the psychiatry services may only be provided on a clinic basis in the future diminishing further the multi disciplinary service within the Centre.. 

HSE

The HSE responded in November 2010 in relation to the implementation of the enquiry report recommendations and advised as follows:
· The HSE is presently working on a “Value for Money and Policy Review” to be completed in 2011and is expecting a report that will clarify what constitutes “health and personal social services”. 

· Linked to this value for money review, the HSE is engaged in a costing exercise and should then be able to establish average costs for residential, respite and day services. No time line is indicated as to when this will be completed.

· The HSE and Department of Health and Children are in discussions regarding the development of information and data gathering.

· The HSE and Department of Health have engaged with HIQA regarding national quality standards for residential services in the disability sector. The HSE states: “The objective is to progress implementation of critical elements of the NQS: Residential Standards for People with Disabilities on an administrative basis.”

· Although the HSE does not specifically refer to funding cuts to the Brothers of Charity it states that no additional funding was allocated to appoint new therapists in the John Paul Centre in 2010. €217,500 in new funding was allocated specifically for the John Paul Centre. €70 K was used to move 5 individuals from the campus to community based housing. The remainder was allocated for residential services for 10 adults, and the Commission understands this was used to enhance existing respite services. The HSE also agreed with the Brothers of Charity that there will be no cut to respite care in 2010. 
A number of the recommendations in the Report to the HSE were left unaddressed in their response.
HIQA
In July 2010 HIQA informed the Commission that the parts of the Health Act 2007 conferring registration and inspection functions in relation to residential facilities for persons with disabilities on the Chief Inspector of Social Services had not been commenced and this remains the case to date. The Commission has sought further information from HIQA in this regard and the implementation in practice of the National Quality Standards.

The Parent Group
Finally the Parent Group are at this point extremely concerned about being able to keep even the minimum of services available in the Centre. They are engaging with the Brothers of Charity in progressing the recommendations in the report directed at enhancing relationships at a local level.

In conclusion it is the firm view of the Commission that the people at the heart of this enquiry must receive the support necessary to protect their dignity and worth. There is a minimum level of rights under which no person should be forced to exist, least of all those who cannot speak for themselves. 
END
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Summary of Recommendations/ Suggestions for Action
from the Enquiry Report
To the Department of Health and Children

General:

· The Department should review the recommendations in this report carefully to identify those areas where existing legislation and practice may not fully reflect the State’s human rights obligations as raised in this report. Where a gap in human rights protection exists, steps should be taken to remedy the situation within a short time frame.

· The Department, in conjunction with the Department of Justice, Equality and Law Reform and the Department of Foreign Affairs, should take steps to enable the State to ratify the UN Convention on the Rights of Persons with Disabilities without delay.

· The Department should introduce a clear and comprehensive definition of “health and personal social services” in primary legislation.

· The Department, in conjunction with the HSE, should review the imprecise nature of service agreements governing the quantum and quality of services to be provided under State funding, including their accountability structures. These agreements should be redesigned so that funding levels and accompanying protocols are delivered “bottom up” rather than “top down”; insofar as individual needs assessments, informed by personal outcome plans or similar programmes, inform the service levels, staffing levels and the capital funding levels required to ensure private life and dignity and the highest attainable standard of health. A “core” funding contingent should be identified to ring-fence front line services. 

· The Department should convene a working group comprising the Department, the HSE and service providers to establish an agreed national average cost for residential, respite and day services, informed by the range of individual needs assessments, which can be employed in Service Agreements and allow for both clarity and flexibility of approach to service delivery. The recommendations of this working group should inform the recently announced Review of the Efficiency and Effectiveness of Disability Services in Ireland. 

· The Department should revise the workings of the National Intellectual Disability Database to ensure that it provides appropriate reliable data on service needs for persons with an intellectual disability in the State. 

· The Disability Act 2005 should be fully commenced without delay. 

· The Department should ensure that the recently announced Review of the Efficiency and Effectiveness of Disability Services in Ireland be informed by a “bottom up” approach whereby individual assessments inform service level funding. Both this review and ongoing budgetary decisions should ensure that retrogressive measures in relation to the provision of core services in the Centre are guarded against.

· The Department should set out clear guidelines, possibly in the form of regulations, on the required staff-to-client ratios for centres caring for persons with an intellectual disability, taking into account adequate living space, socialisation, habilitation and night and weekend cover. 

· The Department should introduce protocols governing HSE Reviews. There should be a statutory requirement on the HSE to report on such reviews including their terms of reference and their implementation by way of written report to the Houses of the Oireachtas. 

· The complaints mechanisms currently available under Part 9 of the Health Act 2004 should be reviewed.

· The Department, in conjunction with the Department of Justice, Equality and Law Reform, should enact without any further delay, legislation and enforceable codes of practice concerning assessment of capacity and supported decision making for persons with an intellectual disability, in addition to protocols for next friend/ relatives giving of consent to placement in residential services and to medication or other forms of treatment. These protocols should also be introduced into service agreements.

· The Department, in consultation with the HSE and relevant statutory bodies, such as the Health Information and Quality Authority and the National Disability Authority, should set out clear protocols for the prevention of foreseeable risks to vulnerable persons with an intellectual disability living in institutions or residential centres through timely and appropriate intervention strategies. 

· The Department should review the Government’s 2003 Report to the European Committee for the Prevention of Torture and Inhuman or Degrading Treatment or Punishment (“CPT”) and the commitments made in that report. The Department should ensure that all CPT recommendations on foot of its 2002 report concerning centres for persons with an intellectual disability are met, including those aspects that refer to detention in psychiatric institutions and that refer to multidisciplinary training and recruitment needs. 

· The Department should ensure that the Health Information and Quality Authority’s inspection and monitoring role as provided for in the Health Act 2007, are immediately introduced and that the Authority receives adequate resourcing to carry out inspections and monitoring in all residential centres for persons with an intellectual disability. 

To the Health Service Executive (“HSE”)

General 

· The HSE should review its public-private frameworks to ensure that service agreements are “bottom up”, being based on individual assessments. The HSE should stipulate in the agreements the precise nature of accountability structures in place, not only those governing financial accountability, but also in relation to the quality and quantity of services to be provided. 

· The HSE should work closely with the Department of Health and Children in driving a working group comprising the Department, the HSE and service providers to establish an agreed national average cost for residential, respite and day services, informed by the range of individual needs assessments, which can be employed in Service Agreements and allow for both clarity and flexibility of approach to service delivery. 

· The HSE should stipulate in its individual service agreements the precise level of multidisciplinary services available to the individuals in every residential, respite or day centre to meet the standards of accessible, appropriate, acceptable and quality health care. Any retrogressive measures in relation to the provision of core services in the Centre should be guarded against.

· The HSE should ensure that service agreements reflect sufficient control and accountability mechanisms to ensure that the State’s human rights obligations can be met in the delivery of health, habilitation and social care in the Centre and similar centres. Service agreements should be available to the persons who avail of the services outlined therein and to their families. 

· The HSE should introduce protocols so that HSE Reviews planned from 2010, have their recommendations implemented over a stipulated period of time. The HSE should also introduce the practice of providing written reports on its reviews to both the Department of Health and Children and the Oireachtas Committee on Health and Children and the findings of all such Review reports should be circulated to the individuals in the relevant centre and to their parents.

· The recommendations in this report on individualised assessments informing service needs should be applied by the HSE in the five demonstration sites being explored in 2010 for a recommended community living model. Specifically the Day Services component should be informed by individualised need assessment and that a form of personal outcome programme for the individuals concerned be put in place and monitored. Further, the residential, day and any respite services components in the demonstration sites should inform the deliberations of a Working Group on national average costings which is recommended in this report. A communication model between the service provider and the families of the individuals in the centres as suggested in this report should also be put in place. 

· The HSE should instigate investigation and prevention strategies where areas of foreseeable risk (such as, overcrowding, staff shortages, challenging behaviour) may lead to situations of harm or neglect in centres for persons with intellectual disabilities. Recommendations should be followed up in a short timeframe. Reports of investigations and reviews should be laid before the Houses of the Oireachtas. 

· The HSE should explore its system of non-judicial remedies in relation to situations currently outside the remits of the Ombudsman and Ombudsman for Children with a view to identifying whether other non-judicial remedies can be introduced which would address issues such as multidisciplinary services, health care provision and overcrowding in residential care settings for persons with an intellectual disability. 

Specific 

· The HSE should ensure that adequate speech and language therapy and occupational therapy is available to the individuals in the Centre and others in a comparable situation. It should immediately fund the Brothers of Charity to engage an additional full-time Speech and Language therapist and an additional full-time occupational therapist. It should also make provision for an additional Consultant Psychiatrist to work with the present Consultant in the Centre on a needs basis. 

· The HSE should provide an adequate level of capital funding to the Brothers of Charity for the development of appropriate residential services for the individuals in the Centre or in community group homes.  

· The HSE should immediately provide the twelve individuals in the Centre who have been on a residential waiting list for between 1 and 12 years, with a full time service to meet their needs. Sufficient funding for respite services should be ring fenced to allow for at least a minimum service to continue to be available in the future.

· The HSE should immediately undertake a review of its Guidelines on in-patient charges to remove any disparity in personal income left to persons residing in congregated settings and hostels or community homes after in-patient charges have been deducted from a person’s Disability Allowance. The said review should seek to ensure that each individual has sufficient income left from their Allowance or other social welfare payment, after paying any in-patient charges, to allow them achieve optimum independence and to avail of opportunities for socialisation and integration with the community. The HSE should maintain an oversight function in relation to the assessment of the level of in-patient charges that each individual is liable to pay.

· In the event that the HSE imposes cuts to funding for the Centre in the future, it should be in a position to clearly demonstrate that any such measures can meet the international human rights standards set out in this report.

To the Department of Education and Science 

General 

· The Department of Education and Science should ensure that educational provision is explicitly made for persons with an intellectual disability in adulthood; and that this educational provision is tailored to the individual’s learning capacity. Separately, the Commission recommends that the Department of Education and Science ensures that provision be made for further educational guidance and vocational training for all adults with intellectual disabilities. In the interests of clarity, the Department should consider setting out such provision in legislation. 

· The Department of Education and Science should ensure that these educational facilities should be guided by accessibility protocols.

Specific 

· The Department of Education and Science should ensure that a review takes place as to the educational services currently available in the Centre with a view to augmenting these services to ensure at least a minimal level of educational facilities for all individuals in the Centre. 

To the Brothers of Charity

· The Brothers of Charity should continue to review its protocols dealing with investigations and those preventive and remedial measures required in response to any challenging behaviour incidents that may arise at least on an annual basis and in advance of its annual service agreement meeting with the HSE. The Brothers of Charity should clearly document, on an ongoing basis, situations where foreseeable risks arise and it should draw such foreseeable risks to the attention of the HSE in writing, noting the causes for the risk (for example, individual behaviour, staffing levels, overcrowding etc.) and any measures taken or which in its view, should be taken. 

· Pending the introduction of protocols matching individualised assessments to funding for the individuals in the Centre, the Brothers of Charity should explore ways of identifying individual needs, possibly through the personal outcome plan process. These individual needs and the quantum of funding associated with same should be drawn to the attention of HSE as part of its annual service arrangements. 

· Pending the introduction of mental capacity legislation, the Brothers of Charity should formalise a system of supported decision making for each individual in the Centre and where necessary any substituted decision-making by parents for individuals in appropriate forms and that consent to medication and medical treatment continue to be regularly recorded in this manner. 

· In relation to multidisciplinary services, the Brothers of Charity should follow up with the HSE in respect of the specific recommendations made concerning speech and language therapy, occupational therapy and psychiatric services made in this report. 

· In relation to individuals’ accounts managed by the Brothers of Charity, the Brothers of Charity should introduce more formalised consent procedures to govern its handling of individual monies, to promote the autonomy and self-determination of the individuals concerned, in the context of the introduction of mental capacity legislation. 
· Concerning the proposed move to community group homes, the Brothers of Charity should work with the Parent Group in a project team with clear terms of reference. The Brothers of Charity should work with parents to ensure that appropriate consultation and consent to any planned moves occurs, with concrete steps being taken to guard against isolation and to ensure that the individual is the centre of service provision in the new setting. A qualitative survey of the individuals who have already moved to community group homes should take place in order to inform this ongoing process.

· Any individual residing in a community group home should be provided with an appropriate tenancy agreement.

· The Brothers of Charity should continue to engage with the parents of the individuals in the Centre. New protocols should be devised to ensure accessible and transparent communication between Centre management, care staff and the parents which may include a more formal approach of meetings and consultations to supplement the informal approaches which are already working. Parents should be clearly informed in relation to their opportunities for engagement in relation to decisions concerning their children. Where parents or advocates engage in supporting individuals in the Centre to make decisions or where necessary substituted decision-making occurs, the process of decision-making should be approached in a consultative and engaged manner and be documented where possible. 

To the Parent Group and the Individuals in the Centre

· The Parent Group should engage with the Centre Management and care staff in devising communication protocols that suit all parties.

· The Parent Group should continue to liaise with the Brothers of Charity in reviewing multidisciplinary needs on an ongoing basis and ensure that their input (and by definition the input of the individuals in the Centre) forms part of the annual review of multidisciplinary needs recommended to the Brothers of Charity; so that it can feed into the Brothers of Charity’s annual service meeting with the HSE.

· In relation to any transfer to community group homes, the parents of the individuals concerned should engage in consultations on this issue with the Brothers of Charity as part of the project team referred to.
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