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Submission on The right to housing of persons with disabilities
To:-    UN Special Rapporteur on Adequate Housing   14-May-2017

Aras Attracta in Swinford, Co. Mayo, Ireland has been my son’s home for twenty-six years.  In that time, the staff in Unit Two have always treated my son with the utmost consideration, love and respect.  Front line staff who have cared for my son in Aras Attracta have exceeded my expectations in terms of their commitment, their conduct and their professionalism. What deficiencies there may have been in the service my son received, resulted entirely from a lack of resources due to Government cut backs. 

My son is profoundly disabled having severe intellectual and physical disabilities.  Consequently, he requires a very high degree of care and therapy tailored to his complex needs. The prognosis is that his condition will deteriorate further as he ages.  

The Irish Government and HSE are currently attempting to impose their policy of Decongregation upon all residents of Aras Attracta on foot the “Time to Move on from Congregated Settings” report which in turn claims legitimacy from the United Nations policy of Deinstitutionalisation.

Decongregation and Deinstitutionalisation are not synonymous, the latter being a much broader concept embodying choice, acceptance and consent. De-congregation on the other hand, is a narrow concept limited to the eviction of persons with intellectual and physical disabilities from the current homes, often on the basis of coercion, manipulated or manufactured consent, followed by the sale of their former homes and facilities to pay the costs of de-congregation.

I wish to make it absolutely clear that I do not object to persons with physical and intellectual disabilities choosing where and how to live, so long as their choice is freely exercised in possession of all the facts free from bias, coercion, manipulation and undue pressure.  Experience demonstrates that this has not been the experience in Aras Attracta, and it is becoming apparent that the experience elsewhere in Ireland is similar.
I personally have been approached by a resident, in tears at the prospect of having to leave Aras Attracta.  Members of my family have spoken to other residents on campus who are angry and bewildered at the prospect of being forced to leave their homes in Aras Attracta. 
My son is one of a cohort of approximately 30% of Aras Attracta’s residents with profound and complex disabilities. The attached booklet (HSE Booklet Aras Attracta.pdf) was to be read to him by his Key Worker in support of the drive towards acceptance of de-congregation. My son is incapable of understanding the booklet and incapable of making and indicating decision.  Consequently I have forbidden Aras Attracta to proceed with this charade.
The sentiment at every meeting and forum I and my family have attended has been overwhelmingly hostile to the removal of our loved ones from Aras Attracta.  This is especially true in the case of the family members of residents with complex disabilities and needs similar to those of my son. I believe that the level and extent of opposition to de-congregation, is being suppressed and is not even being adequately captured and reflected in the minutes of those meetings.

.My son is already living happily in his own community within Aras Attracta, which is an open campus / village on beautiful and extensive grounds situated in the suburbs of Swinford town.  Aras Attracta is located beside a pleasant housing estate, next door to a Tesco supermarket, close to the local church, across the road from Swinford’s Community Centre, Swinford’s GAA pitch and Swinford’s Golf Club. 
 In Aras Attracta my son has access to onsite Physiotherapy, onsite Occupational Therapy, onsite Speech & Language Therapy, onsite Hydrotherapy and an onsite Snoozlin facility for relaxation.  Nowhere else could my son be closer to the community and have immediate access to all of the facilities and amenities he requires.  We pay him regular and unannounced visits and he has attended family functions such as weddings.

The Irish Government and HSE have used the “Time to Move on from Congregated Settings” report to substitute De-Congregation for Deinstitutionalisation and to provide academic justification for the removal of residents with an Intellectual Disability from their homes of longstanding, forcibly if necessary.
The working group that produced this report;
(1) Does not speak for, or act on my son’s behalf.  Neither the Working Group nor its Chairman have ever sought or received a mandate to do so.

(2)  Was biased and its conclusions were predetermined. The chairman himself says so on page 3 under the heading “Chairman’s Foreword”, when he states; “The aim and commitment of the Working Group has been to make a compelling case 

to change this reality for the 4,000 people  in the 72 centres covered by our Report.”

(3) Members of the working group were in one way or another subject to Government Policy and were in receipt of state funding.   Some represented organisations that might reasonably anticipate expanded or enhanced roles following the implementation of de-congregation.

(4) Members of the working group did not have a mandate to represent the varied views of residents, their parents or their families.

(5) The vast majority of the Project Manager’s recorded observations were resource / staffing related, for example; 

“These problems reflect the reality that it is impossible to provide high quality services 

without adequate staffing.” -- Project Manager (page 45.)  Such considerations / concerns apply equally to congregated and de-congregated settings.  The only deficiencies I have witnessed or become aware of in Aras Attracta, stem from management failure and lack of resources.
(6) The “extensive” research was limited to four studies by nine authors with three of the four studies being authored by the same authors, Mansell J and Beadle-Brown, J.  The studies were for, or commissioned by the NDA.  Notwithstanding this, the findings are not unanimously favourable towards de-congregation. 

(7) The potentially negative impacts of de-congregation have been glossed over.                       

Instances of mixed impacts on health including instances of    “unintended weight gain / loss and increased risk of Mortality” (page 52) are virtually ignored.

(8) Post de-congregation improvements may not be sustained.  Improvements most likely dissipate with the exhaustion of interim de-congregation funding and the onset of cutbacks once the de-congregation objective has been achieved and the spotlight is removed (page56).

“Increases in skills and adaptive behaviour is most evident after a move but may not

 be  sustained over time.” 
(9) Pages 55, 57 & 58 demonstrate that Staffing, Staff Training and resources are the key determinants.  This is a fact of life, regardless of congregation or de-congregation, Campus style or Intentional Community living arrangements.  This fact is not recognised in the report’s conclusions which are biased towards total de-congregation followed by the sale of fixed assets to fund short term de-congregation support and service costs.
(10) The so called disadvantages of Campus Living listed on page 60 are easily addressed where there is a willingness to do so.  Given its excellent facilities and its proximity to all the amenities offered by Swinford town, there is no reason why Aras Attracta couldn’t be reconfigured into a Campus / Intentional Community style facility for those residents in need of its onsite facilities.

(11)  The “Time to Move on from Congregated Settings” report feeds into the HSE’s value for money review, which in an Irish context is synonymous with the sale of state assets, cutbacks and service reduction.  On page 61, while again referencing the American model, the report alludes to reduced wage costs in the Voluntary / Community / Charity sectors.  In the absence of supporting evidence or experience, it is disingenuous to refer to Ireland’s brand of de-congregation as being person / resident centred as opposed to having the objective of achieving long-term cost reductions for the state. 

(12) The report itself says that Norway has developed a new care strategy called “collective care” and is pursuing a policy of “segregated integration”.  

On page 74 it states;  

“The trend is to build bigger houses for larger groups, to build houses close 

to  houses for other minority groups, and to cluster houses for people with 

intellectual disability.” 

Having embarked on a policy of de-congregation, it would appear that Norway is returning towards a position approximating that which already exists on Aras Attracta’s campus today.

 (13)  Article 19 of the UN Convention on the Rights of Persons with Disabilities 

Living independently and being included in the community (page 78) and the Council of Europe Action Plan 2006-2015, do not in any way diminish my son’s right to continue living in his home of twenty-six years within his own well established community.  There is no dignity in being forcibly expelled from one's home of twenty-six years and it is unethical to forcibly eject vulnerable persons with complex physical and intellectual disabilities from a home in which they live happy and contented lives with their friends, comrades and carers. 

Based on evidence in the Dr. McCoy report on Aras Attracta and on recent experience it is reasonable to conclude that post de-congregation, my son’s access to the therapies, amenities and services available to him in Aras Attracta would quickly be curtailed and perhaps terminated altogether due to cost considerations.  Furthermore, it is unlikely that Aras Attracta or any of its facilities would be retained for use by my son and others like him, because both the “Time to Move On from Congregated Settings” and the McCoy reports envisage the sale of such assets to cover the short term transition costs of de-congregation and the social care model.

Aras Attracta was Purpose Built approximately 30 years ago.  Unlike other establishments, it was not previously a barracks, religious institution or hospital.  There is nothing inherent in its size, architecture or geographic location that precludes meaningful involvement and integration with the community in Swinford, within which it is embedded.  Residents’ early experience of community integration during the tenure of a previous DoS are conclusive proof of Aras Attracta’s potential.  

The McCoy report is awash with examples of isolation and missed opportunities for community integration.  Citing just two examples, on Page 54 the report says, “In fact, community presence was virtually shunned.”.  On page 160 it says, “However, the degree of community integration is minimal.”  The indisputable fact is that Aras Attracta residents were not facilitated in integrating with the local Swinford community and worse still, the local community was not welcome in Aras Attracta for some considerable time.  These failures are not the result of the type of setting or model of care that exists in Aras Attracta.  They result directly from managerial decisions pursuant to the implementation of the Government’s policy of swinging austerity. 

I contend that “Each resident living in residential services on a long stay basis enjoys the security of a permanent home and is not required to leave against their wishes unless there are compelling clinical reasons to move.”  My son is currently being denied the choice of remaining in his home of 26 years.  As Aras Attracta and the HSE are seeking to deny my son’s fundamental right of choice in this core matter, claims on behalf of the HSE that we/he may make and enforce any choice whatsoever in respect of his future care, lack meaning and credibility.  

Consultation about the implementation of a decision taken elsewhere and imposed by others, does not constitute participation, consultation or input into the making of the substantive decision.  Neither is it a substitute for participation in the decision making process.   I, and by extension my son, are being excluded from participation in the substantive decision as to where he is to live.  This is unacceptable and a violation of his rights.

It is apparent from both the McCoy and “Time to Move on from Congregated Settings” reports, that funding for the social care model will, in the short to medium term be augmented by funds from philanthropic foundations, charities / NGOs, the raiding of dormant bank accounts and the sale of state assets, like Aras Attracta itself.  Such sources of funding are unsustainable in the long-term and do nothing to engender confidence in the future of de-congregation and the social care model.  Irish experience demonstrates that the unrealistic promises used to promote acceptance of de-congregation and the social care model will not be “sustainable within baseline resource allocations in the long term”, as envisaged on page 214 of the McCoy report.  This explains why, on page 56 of the “Time to Move on from Congregated Settings” report it states that; “Increases in skills and adaptive behaviour is most evident after a move but may not be sustained over time.”  

In other words, when the additional temporary funding runs out, so to do the so called  benefits of de-congregation and the social care model.

The HSE cannot sidestep the issue of what happened to patients from St. Mary’s psychiatric hospital in Castlebar following de-congregation.  The post de-congregation experience of those persons is directly relevant to those of us currently being forced into a decision about de-congregation by the HSE.  This experience is direct evidence of the HSE’s poor track record with regard to the social care model and de-congregation.  Taken in conjunction with persons with intellectual disability who were unable to independently climb stairs being de-congregated out into two, two-story houses in Limerick, with reports of a person with an intellectual disability being moved into a house with a large iron gate and surrounded by 6 to 10 foot high fencing, with suggestions that residents of Aras Attracta have been de-congregated to a three-story house in Ballina, with the Prime Time Lost in Care program about “Grace” and the Dignam report, there is ample cause for the most serious concern on the part of parents and siblings of residents currently facing the imposition of de-congregation.  De-congregation, the social care model and life in the community under the HSE’s stewardship has proven to be even more susceptible to the most grotesque failures, shortcomings and abuses.  

.I resent the fact that I am being forced to focus on my son’s Special Needs by the HSE’s attempts to evict him from his home.  A home in which he already has the best possible facilities necessary to cater for his Special Needs.  He is not an “Ordinary Person”, Leading an Ordinary life” ! He is a “Special Person” with Special Needs. The HSE, the Government and the United Nations need to recognise this unfortunate but empirical fact of life and design policy sensitive to his needs and desires..  No amount of “spin doctoring”, double-speak, duplicity, obfuscation, political correctness or wishful thinking can change my son’s condition or prognosis.  How I wish this were not the reality, … but it is !

While the authorities persist with spin, evasion, obfuscation, miss-representation and outright lies, there is little prospect of clarifying any of the very serious issues involved. The following are specific examples;

(a) Having been forced to admit On-Air that it was factually correct to state “that The AAIDD report did NOT recommend community life for any resident of Aras Attracta.” 
The HSE spokesman subsequently engaged in extraordinary linguistic contortions in an attempt to perpetuate the falsehood that the AAIDD SIS-A reports has made findings as to where Aras Attracta’s residents should live.

(b) Three days before the McCoy Report was published, at the Family Forum meeting on 3-Sep-2016, a senior HSE representative extended an invitation to both residents and their families to participate in the formulation of a “Road Map” for Aras Attracta. However, on pages 75, 188, 193 & 222 of the McCoy report, we find that this Road Map has already been created without reference to Aras Attracta’s residents and their next of kin.  

 ©  It is currently fashionable for senior HSE representatives to state publicly that nobody will be forced to leave.  Yet the only assurance a HSE spokesman would give on Mid-West Radio was that Aras Attracta would close.  Local Management in Aras Attracta insist that everybody must move. The removal of all residents is emphasised throughout the McCoy report and in particular in the Transition Plan table on page 195.

Just above the Transition Plan table on page 195, the McCoy Report states that;

 “ …following detailed consultation with residents and their families, it has been agreed that the transition of  ALL individuals at Aras Attracta to community living will be progressed on a phased basis.”  

This is a blatant falsehood !  Anyone who has attended the Family Forum meetings can be in no doubt that considerable opposition to de-congregation remains and a significant number of families have not agreed nor consented to de-congregation. At one meeting, a motion proposing that Aras Attracta should remain open indefinitely for those residents who need its facilities, was put to the families present and carried by acclamation, without dissent.   

The propositions that resident will not be forced to move, but that Aras Attract will cease its function as a residential care home for adults with intellectual disabilities, are mutually exclusive.  

While addressing the Family Forum on 3-Sep-2016, Dr McCoy stated that the Review Group found that, most residents are happy living in Aras Attracta and felt supported by (frontline) staff.  This is a “Finding” of fact, but Dr. McCoy proceeded to qualify this fact by insisting that the residents’ happiness must be placed in the context of their not having lived anywhere else.  In other words, the residents know no better.

These patronising and dismissive sentiments appear on page 165 of the McCoy report; 

“However, these relatively positive accounts must be placed in the context that Aras Attracta is the world that they know.  As such their expectations, hopes and aspirations are very much limited by the horizons of that world – a congregated setting.”  

Apparently, the Review Group do not accept the expressed opinion of most residents in Aras Attracta.  They, the experts know best, and have decided that the residents are not happy, regardless of what the residents themselves may say.  This is a blatant contradiction of the principle of “nothing about me, … without me.”

On page 165, the report seeks to undermine, diminish, degrade and demean the residents and devalue their personal contributions and opinions.  Thus the report seeks to subtly ascribe the derogatory label of “Institutionalised” to residents, in an effort to undermine their credibility.  Other HSE reports, most notably the “Time to Move on from Congregated Settings” report use the same linguistic device and pejorative term in respect of frontline staff who question the current orthodoxy.  This is intended to silence dissent and provide a pretext upon which to ignore contributions that contradict or challenge the policy of de-congregation.  

Nowhere else in the McCoy report will one find an attempt by the Review Group to explore, critically analyse, scrutinise, refute or undermine emerging data or recorded opinions.  The review group’s Terms of Reference (page 179) tasked it to, among other things;

“Identify any key causal factors that may have occurred.”

                                         and 

“Identify any contributory factors that caused the key causal factors.”

In light of these two very specific Terms of Reference and the data and opinions recorded in the McCoy report, it is difficult to understand why the Review Group failed to adequately explore the following questions:-

(1) Why was there a lack of activation and stimulation activities ?

(2) Why were residents confined to bungalows for long periods ?

(3) Why were some bungalows overcrowded while three bungalows had been given over to another service and several other of Aras Attracta’s bungalows were unused ?

(4) Is it true that the residents of Bungalow Three were moved there without either choice or prior consultation, following the closure of the bungalows in which they originally resided ?

(5) If (4) is true, why were Bungalow Three’s residents moved from their original bungalows in the first instance and why were those bungalows closed down ? 

(6) Is it true that there were a large number of agency staff working in Bungalow Three ?     (page 88)

(7) Is it true that Bungalow Three was overcrowded ? (page 88)

(8) How could staff (agency or otherwise) have received adequate training in dealing with behaviours that challenge, when Aras Attracta only appointed a nursing specialist with expertise in behaviors that challenge following the RTE revelations ?

(9) Why are Bungalows 1, 2, 3, 8 & 14 missing from “The new operational management structure at Aras Atrracta”, as shown in Figure 2 on page 203 of the McCoy report ?

(10) If there have been almost no new admissions to Aras Attracta in a decade, why was it necessary to open 6 new residential units on campus since 2015 ?

(11) Why didn’t residents have any valuable contact with the outside world ?

(12) Why was community presence virtually shunned ?
(13) Why was the degree of community integration minimal ?
(14) Why were GAA loving residents not taken across the road to GAA matches ?

(15) Why did Aras Attracta not cultivate volunteerism with the Local Community ? 

(16) Why did Aras Attracta stop hosting Student Placements ?

(17) Why was there a change in the skills mix in Aras Attracta and a reported reduction in the proportion of professionally qualified staff ?

(18) Are reports of a reduction in the proportion of professionally qualified staff accurate?

(19) What caused the staff shortages that were highlighted “again and again” throughout the report ?

(20) Why was staff training curtailed ?

(21) Was there an over reliance on agency staff and if so, why ?

(22) Why was a nursing specialist with expertise in behaviours that challenge, only hired in 2015 ?

Had these questions been pursued to their logical conclusions, it would likely have proven embarrassing for the Government and HSE who commissioned and paid for the McCoy Report.  One can only speculate as to why the Review Group did not explore these questions fully, but the overwhelming weight of the evidence contained in the report points to the fact that Aras Attracta has historically been grossly understaffed and starved of funding.

It is ironic that one of the McCoy report’s subsections has been titled “Start Listening to us”, when it is clear that the Review Group itself refused to listen to residents who said they were happy in Aras Attracta.  The residents’ happiness contradicted the Review Group’s predetermined conclusions, therefore it was unacceptable and had to be dismissed. 

Consequently, it would appear that the members of Review Group are themselves products of the very culture, group-think and conduct they claim to oppose.  They “talk the talk” of consultation and listening to persons with Intellectual Disability, but they fail to “walk the walk” when residents express opinions and attempt to make choices that challenge their preconceptions.  
Henry Ford famously said; 

                  “You can have any colour you like, … so long as it’s black !”  

The Review Group, the HSE and the Government are saying to Aras Attracta’s residents;

                    “You can have any solution you like, … so long as it’s de-congregation.”

It is therefore reasonable to conclude that, from the outset the Review Group harbored the preconception that any and every issue uncovered in Aras Attracta could and would, be ascribed to “Congregation”.  As with other reports commissioned by the HSE (see Dignam Report), the Review Group was incapable of independence and objectivity and the HSE were assured they’d have their scapegoat, “– a congregated setting.” 

Considering the wealth of evidence available to this Review Group, its weak conclusions and the fact that it failed to adequately pursue the issue of resources and staffing mean that the resultant report can best be characterised as a whitewash.

The existence of the social model of care for persons with mental health difficulties in three of Aras Attracta bungalows demonstrates beyond any doubt whatsoever, that Aras Attracta residents may enjoy community and home life while living on a campus that also offers all of the therapies, services and amenities necessary for their wellbeing.  .  The fact that the social care model is currently being showcased in two recently opened bungalows on the Aras Attracta campus is further testament to this fact.   Such an arrangement is the most practical and sensible in my son’s case.

There is no evidence to support the assertion that my son cannot lead a happy life and fulfill his potential while living in Aras Attracta.  Although overlooked in the Conclusions Section, the Congregated Settings report variously states;

“Much evaluative research and comment emphasises the risks that community based 

services do not provide sufficiently skilled help for people with complex needs such 

as  profound  intellectual  and multiple  disabilities,  challenging  behaviour  or mental health problems.”   -- Page 64, section 4.7 entitled “Overall Conclusion”

 “The trend (in Norway) is to build bigger houses for larger groups, to build houses close to houses for other minority groups, and to cluster houses for people with
intellectual disability.”  -- Page 74.
 “These problems reflect the reality that it is impossible to provide high quality services 

without adequate staffing.” -- Project Manager (page 45.)  

Pages 55, 57 & 58 of the “Time to Move On from Congregated Settings” report demonstrate that Staffing, Staff Training and resources are the key determinants.  

On page 91 of the McCoy report, frontline staff assert that; “ … Aras Attracta had the potential to improve and to provide residents with an excellent  level of support.”  

On page 106, the McCoy report records the fact that frontline; “Respondents also noted that moving to live in the community will not be possible for all of the current residents. They foresee a situation in which older residents will remain in the equivalent of a nursing home on the present site, and other residents will live in bungalows (also on the current site), but live in smaller groups. Some residents whose behaviours that challenge are an issue will live in single occupancy accommodations.” (presumably on campus.)

Given the fact that there was successful Swinford community involvement with Aras Attracta during the tenure of a previous DoS and that the McCoy report contains innumerable references to understaffing, lack of resources and mismanagement in Aras Attracta, it is entirely disingenuous of the HSE and the Government to try and blame the problems and failures on the fact that Aras Attracta happens to be a “Congregated”, campus style setting.

A reasonable person must conclude that any facility which requires an emergency injection of €3 million, the hiring of 70 additional frontline staff, 3 new managers plus the services of a full time Director of Service instead of a DoS for only 2 days per week, to bring it up to an acceptable standard, … was grossly under resourced to begin with.  

Establishment attempts to scapegoat Aras Attracta’s physical characteristics, geographic location and campus style setting are devoid of credibility and only serve to cast doubt on the Government’s and the HSE’s honesty, integrity and willingness to identify and address the root cause of the problems..

Congregation in itself is not a problem.  There is no such thing as “age-appropriate congregation”. Discrimination on the basis of age is illegal in Ireland.  Therefore if congregation is appropriate for the elderly, it must also be appropriate for other cohorts.  Several cohorts of people congregate, or are congregated for perfectly valid reasons, without difficulty or allegations that they are being disadvantaged.

People who are ill, are relieved to be congregated into hospital for medical treatment. People who need long-term nursing home care are happy, relieved and lucky to be congregated into nursing homes to receive care.  Students happily congregate into university campuses to receive third-level education and wealthy parents often pay exorbitant fees to have their children congregated into boarding schools.  

De-congregation is not a virtue, and the “Time to Move on from Congregated Settings” and McCoy reports make it abundantly clear that De-congregation is no substitute for efficient management, adequate funding and proper staffing levels in the Intellectual Disability sector.    

 It now appears that having been forced by the glare of the media’s spotlight to adequately fund and staff Aras Attracta for the first time in years,  the HSE now wish to close it down and sell it off as quickly as possible.  

I do not want my son thrown out into the “community” where he will have to compete with the general population for over stretched, unprepared and perhaps non-existent Primary Health Care, Housing Services and services specific to his particular needs, all of which supplied by the lowest bidder.

I do not want him ejected from his home of 26 years, removed from immediate proximity to the services, facilities and therapies he needs, to be placed in dispersed, isolated and potentially inappropriate accommodation.  He would then have to rely on disparate services from disparate general service providers as well as disparate disability service providers all of which will be dependent upon inadequate, uncertain and unsustainable funding from disparate and apparently unreliable sources such as charities, philanthropic organisations, the sale of state disability sector assets and the voluntary sector. He would have to deal with a multiplicity of state agencies, voluntary bodies, NGOs and individuals in what will inevitably become a bureaucratic nightmare.  In short, he and people like him will be everybody’s responsibility and nobody’s !
The “Time to Move on from Congregated Settings”report claims  “The focus of New Directions will take account of the capacities of individuals and the diversity of their needs.”.  It does not!, and neither does the policy of de-congregation !
I do not seek to curtail anybody’s choice, rather I ask that my son’s choice and best interests should at least be afforded parity of esteem.
No matter how well intended the United Nation’s policy of Deinstitutionalization me be, it is being used by the Irish Government to justify its own policy of De-congregation.
An inflexible and over zealous implementation of the “one size fits all” policy of de-congregation will inevitably lead to injustice.  I ask you to ensure that such injustice will not have the imprimatur of the United Nations.

My son, and people like him are being overlooked and ignored in the current debate which is dominated by the vested interests of the state and those it funds.

I hope that in some small way, this submission may redress this imbalance.  I respectfully ask you to afford it careful consideration.




Mrs Brid Ward.

