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Following the broadcast of the Prime Time programme  ‘Inside 
Bungalow 3’ by RTE, the Áras Attracta Swinford Review Group 
was established by the Health Service Executive to undertake an 
independent review of the quality of care being provided in Áras 
Attracta. The findings of the Review Group are presented over a 
series of three reports.

What matters most is an assurance review that sets out the 
findings of the Review Group in relation to Áras Attracta itself.  It 
includes recommendations relating to Áras Attracta management, 
actions for the HSE at a national level, and a ‘road map’ to guide 
all managers of congregated settings as they move towards 
decongregation.

Time for action deals with the wider system of service provision for 
people with a disability, and proposes a range of actions including 
55 priority actions that emerged from a national process of 
consultation with stakeholders involved in disability services and the 
wider public. 

Start listening to us is a documented record of the lived experiences 
of people with intellectual disability and how they perceive the 
support they receive. 
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 Foreword
Th�s report forms part of the Áras Attracta Rev�ew Group publ�c consultat�on 
and f�nal report on how we can rebu�ld conf�dence �n our serv�ces and 
�mprove support for people w�th �ntellectual d�sab�l�t�es.

We consulted d�rectly w�th people w�th �ntellectual d�sab�l�t�es who are 
l�v�ng �n a range of sett�ngs, ensur�ng that the�r vo�ce �s heard. 

The content and comments are a documented record of how the people 
w�th �ntellectual d�sab�l�ty who part�c�pated �n the process see the world; 
�t records the�r l�ved exper�ences and the�r percept�on of how th�ngs are 
regard�ng the support they rece�ve. 

In places the factual accuracy of the�r comments may not be absolutely 
correct – but that �s the�r percept�on, and �t �s v�tally �mportant that we hear 
the messages wh�ch are commun�cated powerfully �n th�s paper. 

We need to read th�s report alongs�de the f�nal report �n wh�ch we set our 
response to the earl�er consultat�on paper th�s year.

We must do everyth�ng �n our power to ensure that people who depend 
on others for support are protected from abuse and neglect, and that 
we str�ve to ensure the del�very of h�gh qual�ty support that �s open and 
transparent, and that encourages and nurtures talent, capac�ty, potent�al 
and �ndependence. We also must ensure accountab�l�ty and a system of 
support that �nsp�res conf�dence �n all of us. 

I urge you to read th�s paper �n full and to share �t w�th others. In part�cular, 
�f you are �n a pos�t�on of author�ty �n your organ�sat�on, I would strongly 
encourage you to ensure that every member of your management and staff 
team has a copy of th�s report and that they read �t.

 

Dr Kev�n McCoy,

Cha�rman, Áras Attracta Sw�nford Rev�ew Group.
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 Introduct�on and 
background
In December 2014, the RTE Prime Time programme broadcast an undercover 
�nvest�gat�on �nto the care be�ng prov�ded �n Bungalow 3 �n the Áras 
Attracta res�dent�al campus �n Sw�nford, County Mayo. The programme 
showed ev�dence of phys�cal abuse and neglect and a staff culture that 
seemed to regard th�s approach as normal or tolerable. 

A nat�onal scandal ensued and the Health Serv�ce Execut�ve (HSE) 
�mmed�ately establ�shed an �ndependent Rev�ew Group to make 
recommendat�ons about cultural change, qual�ty of l�fe and a how to reduce 
the r�sk of abuse not just �n Áras Attracta but �n all serv�ces for people w�th 
an �ntellectual d�sab�l�ty �n Ireland. 

In August 2015, the Áras Attracta Sw�nford Rev�ew Group (ÁASRG) publ�shed 
a nat�onal consultat�on paper. Th�s was the f�rst stage �n a process that led 
d�rectly to the consultat�on meet�ngs and sought to ensure that the vo�ces 
of people w�th �ntellectual d�sab�l�ty are heard. 

1.1 How we conducted th�s consultat�on 
The ÁASRG met w�th Inclus�on Ireland, a nat�onal r�ghts-based advocacy 
organ�sat�on promot�ng the r�ghts of people w�th an �ntellectual d�sab�l�ty 
and the�r fam�l�es. It was agreed that the consultat�on would cover all 
res�dent�al serv�ces �n each of the n�ne HSE reg�ons and that th�s would 
requ�re th�rteen meet�ngs (to allow for the b�gger reg�ons). The meet�ngs 
were planned to start �n early October 2015 and �t was agreed that Inclus�on 
Ireland staff would fac�l�tate all th�rteen sess�ons wh�ch would be organ�sed 
through letters, phone calls, posters and the use of soc�al med�a. 

It was also agreed that the Inclus�on Ireland fac�l�tator would be supported 
by a profess�onal scr�be. It was ant�c�pated that sess�ons would be 
oversubscr�bed but Inclus�on Ireland would l�m�t attendance to around ten 
people per sess�on �nclud�ng people from a var�ety of sett�ngs. Transport 
costs were �ncluded �n the plan. Each sess�on was planned to run for up to 
f�ve hours (�nclud�ng lunch) w�th the process complet�ng by 30 November 
2015. Inclus�on Ireland �ntended that the same person would scr�be all 
sess�ons and would produce deta�led separate reports for each sess�on. 

A var�ety of act�v�t�es �n the sess�ons was planned �n order to max�m�se 
part�c�pat�on and to ensure that people w�th d�fferent degrees of d�sab�l�ty 
were �ncluded �n the sess�ons and fac�l�tated to respond. 

It was also agreed that Inclus�on Ireland would try to take those attend�ng 
to a neutral venue as th�s would encourage good part�c�pat�on. Only 
people w�th �ntellectual d�sab�l�ty from res�dent�al serv�ces, the�r supporters 
(�nclud�ng relat�ves) and the Inclus�on Ireland fac�l�tator and scr�be would 
attend the sess�ons – �n order to m�n�m�se any d�stract�on or �nh�b�t�on. 

1
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Part�c�pants were to rece�ve expenses payments on the day they attended. 

The plan was executed as agreed w�th only one sess�on postponed and 
rescheduled. Deta�ls of the meet�ngs are l�sted below.

Table 1.1 Meet�ng locat�ons and attenders

Location Male Attenders Female Attenders Total

Dublin North 9 4 13

Dublin West 5 4 9

Dublin South 4 3 7

Castlebar 6 5 11

Kilkenny 3 7 10

Wexford 5 2 7

Cork 9 7 16

Killarney 7 1 8

Drogheda 2 3 5

Athlone 3 3 6

Galway 8 8 16

Limerick 4 13 17

Sligo 8 7 15

Totals 73 67 140

The s�ze of th�s consultat�on, �nvolv�ng s�gn�f�cant t�me spent w�th such 
a large number of people, �s �n �tself remarkable. Most of the 140 people 
attend�ng were aged over 25, many were aged 40–65, but there was a small 
number under 30 w�th a handful aged under 25. S�m�larly, a m�nor�ty were 
aged over 65. One person had an electron�c board to commun�cate w�th as 
h�s speech was d�ff�cult to understand; (he attended w�thout �t). 

Some had phys�cal d�sab�l�t�es or hear�ng or v�sual d�sab�l�t�es, and a small 
number requ�red cons�derable ass�stance to be able to commun�cate the�r 
v�ews. A small number who attended d�d not speak. 

At all of the meet�ngs most of the part�c�pants contr�buted w�thout the 
ass�stance of the�r support staff, although �n nearly all meet�ngs some 
support staff d�d stay at the request of those present. The fac�l�tators at all 
t�mes left the dec�s�on w�th the person w�th �ntellectual d�sab�l�ty �n th�s 
regard. One older person used an Ipad to wr�te down what he wanted to 
say and h�s support staff commun�cated �t to the group. However, �n general 
most people were well able to speak up for themselves and at all t�mes had 
lots to say at the meet�ngs. 

The notes and po�nts below are summar�sed from these th�rteen meet�ngs 
w�thout �dent�fy�ng �nd�v�dual speakers. Other deta�ls such as placenames 
or �dent�fy�ng �nformat�on are om�tted to protect conf�dent�al�ty. Ind�v�dual 
quotes are �n green w�th separate l�nes for separate quotes.
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The quest�ons d�scussed are those used �n the ‘easy read’ vers�on of the 
consultat�on. The f�rst two quest�ons have been comb�ned because the 
d�scuss�on addressed both quest�ons s�multaneously. Two quest�ons were not 
addressed dur�ng the consultat�ons, as they were spec�f�cally addressed to 
organ�sat�ons, managers or staff.

1.2 React�ons to the RTE programme
A number of meet�ngs began w�th a d�scuss�on around people’s react�ons 
to the RTE Prime Time programme and below are some of the �n�t�al feel�ngs 
expressed:

‘RTE d�d the r�ght th�ng expos�ng such behav�ours.’

‘No staff �n any centre around Ireland should do that.’ 

‘They are human be�ngs l�ke us all; they shouldn’t be treated or abused 
l�ke that.’ 

‘I cannot forget what I saw �n that programme.’

‘It shouldn’t have happened.’ 
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2.  The quest�ons 
d�scussed 

2.1 What laws need to be changed and how can th�s 
be done?
There was awareness �n some groups of leg�slat�on such as the Disability Act 
2005 or the Citizens Information Act 2007, but others seemed to be unsure 
of the d�fference between leg�slat�on and pol�cy or were unaware of spec�f�c 
pol�c�es – for example, the Time to move on report.1 On rece�v�ng some 
�nformat�on, the people present had a lot to say.

 ‘There should to be more places to go around, more money needs to be 
put �nto these serv�ces.’ 

One group was very aware of leg�slat�ve and pol�t�cal pract�ces such as 
vot�ng, the Senate, and the Dá�l. They felt the�r futures were be�ng dec�ded 
by TDs and senators w�thout any �nput from people w�th d�sab�l�t�es, but felt 
powerless to do anyth�ng about �t. 

‘Pol�t�c�ans don’t do much for you. There are no wheelcha�r users �n the 
Dá�l.’ 

One of the people present at th�s meet�ng argued ‘we want act�on, not more 
reports and strateg�es’. 

Another group were aware of var�ous leg�slat�ve frameworks and pol�c�es 
and so were qu�te knowledgeable about relevant �ssues. However, they 
bel�eved that not enough �nformat�on �s f�lter�ng down to them from the 
Health Serv�ce Execut�ve (HSE), the Health Informat�on and Qual�ty Author�ty 
(HIQA) and the serv�ce prov�ders.

‘We don’t know what �s �n the documents, how can we make dec�s�ons, 
we need more �nformat�on on leg�slat�ve matters.’ 

One person brought up the �ssue of fund�ng for hol�days and the fact that 
the Government had taken the fund�ng relat�ng to h�s serv�ce away and they 
could no longer go on hol�day. H�s serv�ce was only able to go on day tr�ps 
as:

‘There was no money left �n the k�tty to pay for hol�days. It’s not fa�r to us.‘

Some people had heard of the Value for money report,2 and felt that: 

‘It means we have the cho�ce of who and how we are supported by 
serv�ces, we have control of the money and spend �t as we see f�t.’ 

People were happy to hear that smaller numbers l�v�ng �n groups of fewer 
than ten was the way forward. 

1 Health Serv�ce Execut�ve, 2011. Time to move on from congregated settings: a strategy for community inclusion. 

2 Department of Health, 2012. Value for money and policy review of disability services in Ireland.

2
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‘There should be smaller groups. There are 11 �n my house and only three 
staff from 9 to 9 �n the day; then the n�ght staff come �n. We need more 
staff, �t needs more money. The HSE should put more money �nto th�s 
type of stuff. There are a lot of empty houses out there – why don’t the 
HSE buy them and rent them out to those who need them?’ 

One female part�c�pant seemed to be part�cularly worr�ed about 2018 when 
her un�t would be clos�ng down; she kept ask�ng when �t would be clos�ng. 

‘People should be consulted, talked to, they shouldn’t be moved all 
around w�thout agreement.’

Some of the people at another meet�ng bel�eved they had seen 
�mprovements �n day serv�ces, w�th regular tr�ps out dur�ng the day such as 
to the c�nema, sw�mm�ng, mounta�n cl�mb�ng and walks.

Another group bel�eved that leg�slat�ve changes should be �mplemented �n 
consultat�on w�th them and the�r w�shes.

‘We could work �n partnersh�p w�th staff; consult us, l�sten to us, show 
that you cons�der our �deas, our feel�ngs.’

W�th regard to the New directions rev�ew,3 a number of �ssues were ra�sed 
about day serv�ces and problems assoc�ated w�th transport, and lack of staff. 

‘Day serv�ces are great, but �f you l�ve �n a rural area transport �s a b�g 
problem. I can only use publ�c transport two days a week as that’s all that 
�s ava�lable �n my area. The Government have not got a clue about l�v�ng 
�n rural Ireland.’

A recent programme on TV3 was ment�oned where a number of h�gh prof�le 
rugby players h�ghl�ghted access problems for wheelcha�r users.

‘If we had more support �n the commun�ty we could learn to get around 
ourselves. We can learn how and where to go for our day serv�ces but the 
transport system �s not fully funct�on�ng; so even �f we d�d know how to 
get there, we cannot.’ 

However, the lack of staff was an �ssue that was ra�sed aga�n and aga�n �n 
these sess�ons.

‘If I want to go out to a football match, I cannot because there are only 
two staff �n my house and they need to look after someone who �s �n a 
wheelcha�r – so I cannot go as there are no staff ava�lable to go w�th me.’ 

‘It �s no use hav�ng pol�c�es �f there �s not enough fund�ng; proper 
fund�ng �s the key.’ 

Not everyone was negat�ve about law and pol�cy. One person reported that 
she had her own computer and orders her clothes onl�ne that way and was 
happy w�th th�s arrangement. She goes out da�ly for var�ous act�v�t�es such 
as bowl�ng, the c�nema and l�ked to check her act�v�t�es onl�ne before she 
headed out to them. 

‘We all have our th�ngs that we l�ke, �t’s only r�ght that we should be able 
to do what we choose to do; we feel lucky that we can, but we should be 
able to. Sw�mm�ng, walk�ng, work – �t’s our cho�ce.’ 

3 Health Serv�ce Execut�ve, 2012. New directions: review of HSE day services and implementation plan 2012–2016 – personal 
support service for adults with disabilities.

3
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Summary: What laws need to be changed and how can this be done?

People were scept�cal about how the law can �mprove th�ngs for them. 
They had a low knowledge of law and pol�cy but wanted act�on to make 
th�ngs better. 

There was a v�ew that promot�ng real l�fe cho�ces for them would cost 
more money. 

Some were concerned about the move to smaller group l�v�ng but th�s 
was welcomed by most people, who s�mply wanted th�ngs to move faster. 

Transport and day support were h�ghl�ghted by many, but the 
overwhelm�ng theme was the need to consult and �nvolve people w�th an 
�ntellectual d�sab�l�ty about the dec�s�ons that affect the�r l�ves. 

2.2 What pol�c�es need to change and how can plans 
be made �n a better way?
Some groups had m�xed levels of knowledge regard�ng plann�ng and pol�cy.

‘Keep�ng everyth�ng top secret – �nformat�on should be shared espec�ally 
�f �t concerns us as people.’ 

‘Everyone should be treated equally and g�ven the �nformat�on necessary 
for them to make �nformed cho�ces.’ 

‘There �s noth�ng on the walls of res�dent�al un�ts, so �t’s not easy to know 
what pol�c�es are �n place. You have to ask to get the �nformat�on. It 
should be more read�ly access�ble and ava�lable to us.’ 

Many people d�dn’t know of the plan for large res�dent�al un�ts to be closed 
by 2018, but bel�eved �t was a good �dea.

‘Those who are able to l�ve alone should do so.’ 

‘More staff are necessary; there �sn’t enough staff on the ground, 
espec�ally for severely d�sabled people.’ 

‘Staff don’t have t�me to check up on you as they are busy w�th reports, 
paperwork – �t takes all the�r t�me.’ 

‘More one-to-one �nteract�on between staff and us, �t’s just not 
happen�ng.’ 

One person bel�eved that the people �n the serv�ces should wr�te the 
pol�c�es, enabl�ng them to des�gn the�r own serv�ce around themselves.

‘We should tra�n staff; there �s a lot of talent out there, start us�ng �t.’ 

‘There should be more staff so that one-to-one serv�ces can be ava�lable 
for us.’ 

Another group also bel�eved that they should be able to be �nvolved w�th 
plann�ng new pol�c�es wh�ch would help to �mprove th�ngs all round.

‘If we were �nvolved �t would help people to feel safe, to have conf�dence, 
that they w�ll get a good serv�ce.’ 

‘Maybe �f we were �nvolved there would be act�on, not just words.’ 

‘We learn qu�ckly �f we are g�ven a chance to do th�ngs ourselves, so why 
not let us help w�th pol�cy plann�ng?’ 
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‘We could help to plan for people to have a more �ndependent l�fe.’ 

One of the supporters at th�s meet�ng spoke about her son who also has a 
phys�cal d�sab�l�ty but has ava�led of a personal�sed fund�ng package. He 
has h�s own apartment, h�s own personal ass�stant and the fund�ng comes 
d�rectly to h�m to pay for the support/serv�ces he needs. She bel�eves that 
more people need to be made aware of th�s system and should lobby for the 
r�ght to have th�s type of fund�ng ava�lable to them also.

Summary: What policies need to change and how can plans be made 
in a better way?

Informat�on was aga�n h�ghl�ghted – w�th the example of putt�ng posters 
on walls. 

The �ssue of staff hav�ng t�me for soc�al �nteract�on as opposed to 
paperwork was also ment�oned by many, as was the�r own �nvolvement �n 
pol�cy-mak�ng and tra�n�ng. 

A few people knew about personal�sed budgets and the advantages of 
be�ng �n control.

2.3 What should leaders do to �mprove the way 
plann�ng happens?
Most groups bel�eved that they should be consulted about new pol�c�es and 
plans. They bel�eve th�s would a�d the �mplementat�on of current pol�c�es as 
well as newer pol�c�es.

‘I don’t want the serv�ce prov�ders tell�ng me what to do. I am an adult 
and want more cho�ce.’ 

‘Serv�ce prov�ders won’t tell me how much money I have �n my own bank 
account. I should know, �t’s my account. It’s (our) money but we have to 
s�gn for �t, I want control of my own money. Out of my allowance each 
week I have very l�ttle left for myself after pay�ng rent, etc.’

Two people who are smokers were unhappy about be�ng g�ven ‘pocket 
money’.

‘I’m a m�ddle aged man, I should have my own money. I’ve been told that 
I’m not ‘ent�tled to �t’ by staff. Money goes �nto my bank account each 
week, staff take out the money – �t’s not r�ght.’ 

One of the female part�c�pants commented: 

‘They are not �n the 21st century, they th�nk we are st�ll �n the 19th century. 
I have had to f�ght for everyth�ng I have got, I have been f�ght�ng for the 
last 13 years, and I’m t�red f�ght�ng.’ 

‘Some staff th�nk �t’s the�r job to abuse you just because you have an 
�ntellectual d�sab�l�ty.’ 

At one meet�ng, the Health Informat�on and Qual�ty Author�ty (HIQA) was 
d�scussed �n th�s regard. The group as a whole had heard of HIQA and 
bel�eved that �t was a good �dea to have them oversee�ng the process of 
ensur�ng th�ngs were done properly. 

‘I have met people from HIQA, they called to my house. I d�dn’t m�nd 
people com�ng to my house.’ 
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D�fferent labels such as ‘cl�ent’, ‘serv�ce user’, ‘res�dent’ and ‘customer’ were 
d�scussed. One of the people present had strong feel�ngs about be�ng called 
a ‘cl�ent’: 

‘Cl�ent �s a d�sgust�ng word, you can just call me Tom D�ck or Harry. I 
would rather be called by my name.’ 

A number of the part�c�pants at one meet�ng had been on the rece�v�ng end 
of some bad treatment. 

‘I had a very bad exper�ence w�th the staff nurses �n one place, I was 
mentally �ll when I arr�ved. They dragged me to the day room to take 
tablets, gave me �nject�ons. They took my SIM card out of my phone and 
threw �t �n the b�n. My father, when they told h�m th�s, asked them why 
they d�d �t, and they cla�med �t was because I d�dn’t want to go to the day 
room.’ 

One person bel�eved that �t wasn’t worthwh�le to compla�n as �t ‘falls on deaf 
ears’. 

‘Why do staff tell us what to do, we ourselves know what’s best for us, 
what we need, what does and does not work. Where’s the respect �n that?’

‘When I was �n that serv�ce we were forced to wear gowns, �t was 
degrad�ng, and und�gn�f�ed but we had to accept �t. Now at least we can 
wear our own clothes.’ 

‘It’s a wonder how people got away w�th �t. They are st�ll gett�ng away 
w�th �t – we should stand up and f�ght.’ 

One of the people at th�s meet�ng ment�oned that her res�dent�al un�t had 
rece�ved a letter compla�n�ng that the people there were not clean and t�dy, 
and told to ensure that ‘everyone �s clean and t�dy, that they wash before 
go�ng out on tr�ps’. 

It transp�red that a local pub/restaurant had compla�ned about the group’s 
hyg�ene. She felt that they were be�ng d�scr�m�nated aga�nst and that ‘we 
always go out clean and t�dy, they won’t serve us there any more.’ She was 
upset and her father was very angry about th�s treatment and felt that the 
heat �n the venue was excess�ve and that ‘even wa�tresses would be smelly �n 
the heat of that place.’ However �t �s ‘the only pub for m�les’. 

Th�s type of s�tuat�on, she feels, shows the lack of respect and und�gn�f�ed 
treatment that people are subjected to and that �t has to change. The group 
were asked what could they have done about the s�tuat�on and �t appeared 
no one took act�on, or wrote back or real�sed that the venue could have 
been taken to court. 

Summary: What should leaders do to improve the way planning 
happens?

Be�ng �n control and hav�ng cho�ce were key �ssues, w�th access to and control 
of money be�ng a strong theme. 

People were aware of the role of HIQA �n promot�ng excellence and 
prevent�ng abuse, but some examples were g�ven of abus�ve behav�our by 
some staff. 

D�scr�m�nat�on w�th�n w�der soc�ety was also exper�enced w�th one very 
powerful example h�ghl�ghted.
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2.4 What can serv�ces do to make sure people are 
treated w�th d�gn�ty and respect?
A var�ety of v�ews were expressed about what should happen across the 
range of congregated sett�ngs. Many groups vo�ced the�r strong feel�ngs 
about the events �n Áras Attracta. 

‘How would those staff feel �f the tables were turned on them?’

They all wanted to see just�ce done. 

One group bel�eved there should be more staff on duty to ensure such 
treatment cannot happen. Add�t�onally th�s group bel�eved that they should 
have more access to the�r f�les. 

‘I should have my f�les �n my possess�on myself. If f�les are to be v�ewed 
by a spec�al�st for example, then the person should be consulted for my 
perm�ss�on to do so.’ 

One person c�ted an �nc�dent she w�tnessed wh�le �n resp�te, where a fellow 
res�dent was told they couldn’t use the Post Off�ce and the Bank; she adv�sed 
the person that of course they could use both. 

Two of the people present d�d manage the�r own money and had control, 
wh�ch they were happy about. 

Another person bel�eved that her fam�ly have too much say �n her affa�rs and 
that they focus on her d�sab�l�ty, desp�te the fact that she manages herself 
very well. Support staff were there to help her and she bel�eved the fam�ly 
should let her get on w�th �t.

‘Not all staff help w�th manag�ng money, somet�mes staff take the money 
out; �t’s not r�ght, we should be allowed do th�s.’ 

It �s only through budget�ng and manag�ng the�r own money that they 
bel�eve they can learn how to do th�s eff�c�ently and effect�vely. They want to 
be trusted to do so.

‘Support people to manage the�r money, help them manage the�r own 
money.’ 

The �ssue of pr�vacy was ra�sed and many of the people conf�rmed that they 
have the�r own rooms; some had a key, some had not. 

‘My own space, my own room, �t’s very �mportant to me, all my th�ngs are 
�n my room. I would not l�ke a person com�ng �nto my room, �f they d�d I 
would tell the nurse; she would help me.’ 

But not everyone had th�s outlook.

‘People are com�ng �n and out all the t�me, we don’t know who they are 
and we aren’t told.’ 

Another group felt that �n order to be treated w�th respect then respect has 
to be shown to both part�es. 

‘If staff go on hol�day w�th us they should soc�al�se w�th us, not s�t 
together at other tables, �t �s d�srespectful.’ 

‘There should be more male carers.’ 

‘We have no pr�vacy, HIQA took away our pr�vacy.’ 
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Another group bel�eved that staff �n the�r serv�ce should ‘speak properly to 
people’. 

‘There should be more fund�ng for proper courses for staff so that they 
are aware of d�sab�l�ty and how �t affects those of us l�v�ng w�th the 
cond�t�on.’ 

The flavour of the comments made at one group �s outl�ned below:

‘L�sten to us, we have a vo�ce, we w�sh to use �t and be heard. I l�ke 
cont�nu�ty; when staff changes, �ts upsets me.’

The people at another meet�ng had many good th�ngs to say about the�r 
support staff and how they were treated. However they d�d feel that the 
staff should l�sten to them more.

‘Why do staff tell me what to do? I’m a grown man. I don’t need anyone 
tell�ng me what to do. If I need help I’ll ask.’ 

The �ssue of mak�ng a compla�nt was ra�sed and few people seemed to know 
about the Nat�onal Conf�dent�al Rec�p�ent. When th�s became clear at a 
meet�ng, her deta�ls were d�str�buted to the group.

One person was not keen on go�ng out very much but, because of a lack of 
staff �n the fac�l�ty dur�ng the day, he was forced to go out every day and th�s 
he felt was not treat�ng h�m respectfully accord�ng to h�s own w�shes. He 
would l�ke h�s own personal ass�stant and to l�ve �ndependently accord�ng to 
h�s own w�shes and needs.

Another person who no longer l�ved �n a res�dent�al un�t, and who now had 
h�s own apartment, stated that he had been m�streated.

‘They locked me �n my room, �t was not a n�ce place, and the staff were 
not n�ce to me.’ 

Th�s should not have happened, he bel�eved, and he was happy now that 
he had h�s own apartment and that he was be�ng treated w�th d�gn�ty and 
respect. He felt th�s should be afforded to all people regardless of the�r 
spec�f�c needs. The support should be there for them, he bel�eved.

In relat�on to d�gn�ty and respect, some groups d�scussed the role of v�s�tors 
and relat�onsh�ps (boyfr�ends/g�rlfr�ends). One group were happy to have 
any v�s�tors, even other people’s v�s�tors, they sa�d. 

‘We stay �n touch w�th our fam�l�es, I go home at the weekends, to my 
mother and brother. I l�ke go�ng home; �t’s d�fferent to the house but I l�ke 
both.’ 

One of the people had a boyfr�end and she sees h�m one even�ng per week. 

In th�s meet�ng, the top�c of death was ment�oned and a d�scuss�on ensued 
about how sad �t made them feel. 

One f�nal group suggested: 

‘Speak to us, get to know us.’ 

‘It’s more powerful to hear from me about me, not from another staff 
member.’
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Summary: What can services do to make sure people are treated with 
dignity and respect?

Very strong feel�ngs were shared about what happened �n Áras Attracta 
Sw�nford. 

Access to files and records was also h�ghl�ghted �n the context of hav�ng 
control and be�ng able to do ord�nary th�ngs w�th good support. 

Pr�vacy and respect for personal space were �mportant themes as was be�ng 
able to compla�n or hav�ng access to external appeal such as the Nat�onal 
Confident�al Rec�p�ent. 

The overwhelm�ng theme was really about equal�ty and be�ng treated w�th 
the respect and d�gn�ty that any c�t�zen would expect.

2.5 When a person has behav�ours that challenge, 
what support do they need?
A typ�cal v�ew was that people w�th behav�oural �ssues should be treated 
w�th d�gn�ty and respect by staff who have the relevant exper�ence and 
profess�onal�sm necessary to manage the�r care. It was not acceptable that 
they should be treated less respectfully.

‘Staff call�ng us “muppets” �s not acceptable, but the staff member st�ll 
does �t desp�te be�ng caut�oned about �t.’

‘Those who are challeng�ng should be cared for by profess�onals; they 
can’t help the�r behav�ours – they are l�ke us. Staff need to be well tra�ned 
and profess�onally exper�enced to be able to deal w�th such behav�our.’ 

A further group bel�eved that wh�le the Prime Time programme was a good 
th�ng, they should not have to rely on that type of programme for changes 
and �mprovements �n the�r serv�ces.

‘Some people’s fam�l�es move away and they are left w�thout any fam�ly 
member to look after the�r needs; they can be abused. Staff need to be 
tra�ned profess�onally to ensure that the�r support and care �s su�table for 
the needs of the person. It’s not a “one s�ze f�ts all” system.’

‘Staff shouldn’t get annoyed. They shouldn’t get annoyed �f I come back 
early, or late from an appo�ntment. They are there to support me, not get 
annoyed w�th me.’ 

‘Staff numbers need to be adequate to deal w�th the d�fferent types of 
care that �s necessary �n �nd�v�dual un�ts, su�ted to the person and the�r 
care and support needs.’ 

The v�ew that a lack of adequate staff (ow�ng to cutbacks) was lead�ng to 
problems deal�ng w�th people who exh�b�t challeng�ng behav�ours was a 
prevalent one. 

‘If there were enough staff on duty then such �ssues may not happen so 
often.’ 

‘If staff are happy �n the�r job, then when such �ssues ar�se they can deal 
w�th them profess�onally and humanely w�thout resort�ng to v�olent or 
cruel acts’. 
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‘HIQA are there to help w�th such matters – �f they were do�ng the�r job 
properly such th�ngs wouldn’t happen; more �nspect�ons are needed.’ 

‘Res�dents often hurt other res�dents, �t’s not just the staff.’

One group stated that they bel�eved that what had occurred �n Áras 
Attracta �s probably more w�despread than �s known. In another group, the 
quest�on�ng around th�s �ssue was along the l�nes of be�ng safe and how 
people would deal w�th a safety �ssue and what they would do about �t. If 
they needed help they would call the nurses – they felt happy and conf�dent 
to do so, �n the knowledge that she/he would help them to sort �t out. 

‘Somet�mes there are f�ghts but that’s normal; the staff sort �t out for us 
and we are happy.’

‘They somet�mes shout at you; I don’t l�ke �t, I shout back.’ 

‘I wouldn’t l�ke to l�ve here all my l�fe; I want to move out.’ 

One group bel�eved that people w�th behav�ours that challenge may well be 
behav�ng th�s way �n an attempt to get help or attent�on. Lack of or shortage 
of staff means people, part�cularly those who need extra help, are often left 
w�thout that help and th�s can lead to frustrat�on and cause bad behav�our 
or behav�our wh�ch can be seen as threaten�ng or d�srupt�ve. However, they 
bel�eve that the type of treatment that occurred �n Áras Attracta cannot be 
condoned or excused, whatever the behav�oural challenges presented to 
staff.

‘Staff who are qual�f�ed and exper�enced need to be ava�lable to deal w�th 
such behav�our.’ 

‘If there were more staff ava�lable at all t�mes these types of events may 
not happen, or at least not happen very often.’ 

‘Somet�mes there can be personal�ty clashes w�th people.’

‘Staff should be g�ven �nduct�ons, tr�al per�ods to see �f they are su�table 
to the job, whether they can look after the people �n the place who 
have d�fferent needs and may need spec�al�sed care. If they aren’t, they 
shouldn’t be there.’

‘If staff are not look�ng after the people who need �t I wouldn’t let them 
away w�th �t, I would name names, tell pol�ce what was happen�ng.’ 

One of the people felt that people’s bas�c human r�ghts should be upheld 
at all t�mes regardless of what behav�ours they exh�b�t. Staff should be 
profess�onally tra�ned and exper�enced to deal w�th such challenges.

Summary: When a person has behaviour that challenges, what support 
do they need?

People were not prepared to accept that behav�oural �ssues meant that a 
person d�d not deserve respect. They wanted profess�onal behav�our from 
well-tra�ned staff. 

They h�ghl�ghted vulnerab�l�ty assoc�ated w�th �solat�on and aga�n ra�sed a 
quest�on about �nadequate staffing levels �n these care sett�ngs. 

HIQA was seen a major source of protect�on as were nurses, but there was a 
sense that abuse �s more w�despread than �s known and that some behav�our 
�s a form of commun�cat�on.
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2.6 Does the culture �n serv�ces need to change?
Almost all groups bel�eved that the�r needs and w�shes should be taken �nto 
cons�derat�on but felt that some staff do not take them ser�ously and treat 
them l�ke ch�ldren on occas�ons. Prom�ses are made (for example, to go out 
for an afternoon), but when the day comes they somet�mes do not go as 
‘there are not enough staff ava�lable’. 

‘Serv�ces are supposed to be for our support, not what the serv�ce 
prov�der needs or wants.’ 

‘There should be one-to-one meet�ngs to d�scuss th�ngs; staff cutbacks 
mean they don’t happen so noth�ng changes or �mproves.’

 ‘They have the power over us, they are the staff.’

One had recently lost one of h�s fr�ends from another un�t and was 
struggl�ng to deal w�th h�s feel�ngs about �t. It was suggested that tra�n�ng 
should be set up for th�s.

Another group bel�eved that a better culture now ex�sts where they l�ve.

‘There �s pr�vacy where I l�ve now, they are respectful of my pr�vacy.’ 

Others were less pos�t�ve.

‘Age appropr�ate treatment �s needed: we are not ch�ldren, we are adults, 
do not call us baby names l�ke “pet”, “love”, “honey”; �t’s degrad�ng.’ 

‘Some staff are too ser�ous, take the�r dut�es too far; when they are too 
str�ct they say “�t’s my duty of care to be l�ke th�s” – not true.’

‘New staff should be shown around the home by us; �t’s our home.’ 

Another group also bel�eved that they needed to be more �nvolved �n how 
the�r serv�ce prov�ders run the�r serv�ces for them.

‘Regular meet�ngs �n our homes/res�dences would help – to update, to 
see what’s work�ng and what �sn’t work�ng – th�s would help a lot.’ 

‘We could support other people to do th�ngs, advocacy groups etc.’ 

‘We should be �ncluded �n the staff meet�ngs and management meet�ngs;  
they are d�scuss�ng us so we should know what’s happen�ng.’ 

People bel�eve that the�r �nvolvement would help to change the culture that 
preva�ls among staff �n the�r res�dent�al sett�ngs. They bel�eve that staff are 
very often busy w�th paperwork wh�ch means that they don’t have the t�me.

‘We can help those who cannot do th�ngs for themselves so the staff 
could be ava�lable for other th�ngs.’ 

‘We should be able to �ntroduce new people to the houses, meet new 
staff and help them settle �n.’

‘I want to be on an �nterv�ew panel so I can meet the people who w�ll be 
work�ng w�th me before I meet them at my home/res�dence. Where I work 
there are four people who are go�ng to be tra�ned on �nterv�ew panels 
– they w�ll help to choose our staff; they know better what we need.’ 
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Many groups had a lot to say about qual�ty �mprovement approaches and 
HIQA: some good, some not so good. 

‘They make sure we are safe, that the house �s clean, that the staff are 
good staff.’ 

‘Staff get stressed; they are treated badly by HIQA.’ 

‘They check that staff are do�ng the�r job correctly, not l�ke what 
happened �n Sw�nford.’

‘Safety �s �mportant – f�re dr�lls, f�re ex�ts; they are needed and HIQA 
check these.’ 

‘They are su�ted types, very off�c�al look�ng; they make you feel bad. We 
should be �nspect�ng the serv�ces, not them.’ 

‘They should �ntroduce themselves to us, so we won’t be nervous.

Some groups were aware of developments l�ke Serv�ce User Forums (SUFs) 
wh�ch are �n place �n other places and feel that more of these forums should 
be set up.

Summary: Does the culture in services need to change?

A s�gn�ficant theme concerned regular, respectful consultat�on a�med at 
empower�ng people. However, there was cont�nu�ng scept�c�sm about 
the �mpact of cuts to serv�ces. People wanted to be more �nvolved �n the 
management of the�r serv�ces so that staff resources were free to do other 
th�ngs and SUFs were h�ghl�ghted. HIQA was aga�n h�ghl�ghted both pos�t�vely 
and negat�vely.  

2.7 What can be done to make sure th�ngs are 
�mprov�ng all the t�me?
Most meet�ngs focused on HIQA. One person sa�d that HIQA v�s�ted her 
res�dence and stayed for d�nner. She was able to ‘speak up w�thout help’ at 
that d�nner and they ‘wrote everyth�ng down’ that she had sa�d. 

When quest�oned regard�ng the�r awareness of what HIQA �s there to do, 
groups sa�d they were there to make sure people were safe, properly looked 
after and treated respectfully by staff. They were generally not afra�d of HIQA 
employees and sa�d they would ‘speak out’ �f necessary.

‘Our house was cleaned before they came; we have f�re checks now and 
we know where the f�re ex�ts are – that’s �mportant.’

‘They asked to see my room, I sa�d “yes” w�th a support staff member w�th 
me. They also looked at my personal outcomes book, and she (support 
staff ) had lots of paperwork to do afterwards.’ 

One person who l�ves �ndependently w�th a personal ass�stant d�d not agree 
w�th some of HIQA’s rules. 

‘Ex�t s�gns, f�les, reports, worry�ng about these th�ngs – �t’s not how we 
want to l�ve.’
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Others had a number of negat�ve po�nts to make about the role of HIQA and 
the effect on the�r day-to-day l�ves.

‘We don’t see enough of our managers. They are do�ng work for HIQA, but 
they want to spend more t�me w�th us.’

In contrast, another person was happy w�th HIQA’s changes to h�s l�v�ng 
space. Thanks to HIQA, a s�tt�ng room was made for h�m to enable h�m to 
have h�s fr�ends over and do what he w�shes to do. 

However, there was a w�de var�ety of v�ews.

‘Who do they talk to �n these places. They only want paperwork, they 
d�dn’t want to speak to us – �t was all paper, paper, paper.’

‘They asked me quest�ons, I felt safe talk�ng to them.’

‘We cleaned the house top to bottom but they st�ll weren’t happy.’ 

‘Staff should be do�ng th�ngs and go�ng places w�th us, they used to 
before HIQA. Before HIQA, we went out more.’

‘People are com�ng and go�ng all the t�me, at weekends, do�ng 
paperwork, there �s not a lot happen�ng, and the weekend �s gone, I 
would change that. They used to help me w�th my med�cat�on or take me 
shopp�ng; they don’t any more s�nce HIQA.’

‘HIQA are not �n our shoes, they don’t have to l�ve l�ke we do. We 
ourselves would make good �nspectors, we know what �s a good serv�ce 
and what �sn’t.’ 

However, as another person put �t; 

‘HIQA are there for a good reason. Áras Attracta �s why �t came about but 
they d�dn’t p�ck up on the abuse or�g�nally, they d�dn’t do the�r job, they 
gave them a clean b�ll of health the f�rst t�me they v�s�ted.’ 

One meet�ng suggested that no advance not�ce should be g�ven about v�s�ts 
as �t g�ves staff t�me to sort out any problems �n advance. Day serv�ces mean 
most people are out and about when HIQA v�s�t so very few people are there 
to talk to about what k�nd of serv�ce they are rece�v�ng. They bel�eved they 
should v�s�t when �t’s busy, talk to cl�ents, fam�ly members and other v�s�tors. 
HIQA, they bel�eved, are follow�ng the�r own rules and regulat�ons, and are 
m�ss�ng the po�nt. They also bel�eved that the background of the �nspectors 
�s �mportant, and that they themselves would make good �nspectors.

Some people ment�oned the need for a reg�ster to be set up to take note of 
and log abus�ve care workers. They felt that such people should never ‘work 
around people w�th a d�sab�l�ty aga�n.’

One group d�scussed how they d�d not get any feedback on what HIQA 
had reported, or about what would happen next. They knew that HIQA 
sent a report and they bel�eved they should be told what was �n the report. 
However, one person adv�sed that her serv�ce had made the HIQA report 
access�ble to her to read. Another person then sa�d she got feedback from 
her psycholog�st.

Another group bel�eved that too many nurses were be�ng replaced w�th care 
workers. It was argued that they, the res�dents, should have a say �n who �s 
be�ng employed and that they are not be�ng consulted �n th�s regard.
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Summary: What can be done to make sure things are improving all the 
time?

Most groups focused on HIQA �n the�r responses and they seemed to have 
a good understand�ng of the�r role. Tens�ons were referred to between the 
need for health and safety and the need for ‘homel�ness’. A range of v�ews 
were expressed, pos�t�ve and negat�ve, and the role of people w�th �ntellectual 
d�sab�l�ty as �nspectors was aga�n h�ghl�ghted.

 2.8 What can be done to stop abuse or neglect?
At one meet�ng �t was agreed that be�ng able to make a compla�nt or 
h�ghl�ght a part�cular �ssue w�thout fear of some sort of ‘backlash’ or �ll 
treatment was very �mportant. However, they po�nted out that they were 
reluctant to make compla�nts about part�cular staff members as they were 
‘afra�d they themselves would get �nto trouble’. Because of th�s, almost no-
one had ever compla�ned.

Another person sa�d that:

 ‘The compla�nts process doesn’t work, �t needs to be more access�ble 
as people who cannot speak are be�ng abused, not just by staff, but by 
other people.’

One group bel�eved that bully�ng goes on a lot and that they need a 
compla�nts process des�gned by themselves to combat th�s.

‘There should be a wh�stle-blow�ng system �n place to enable us to 
compla�n anonymously.’ 

One person stated that:

‘I compla�ned �n the past about problems, but �t’s not taken ser�ously. 
If someth�ng happens to upset someone and they make a compla�nt, 
who �s the manager go�ng to bel�eve, to see as more bel�evable, the staff 
member or us? We are treated l�ke ch�ldren.’

Another person told the cleaners at her serv�ce about abuse and they came 
to her a�d and compla�ned to the manager of her serv�ce on her behalf.

Some groups bel�eved that the person they should compla�n to should be 
an �ndependent advocate, outs�de of the�r serv�ce. 

‘We need someone strong who �s above everyone else, l�ke a sol�c�tor or 
someth�ng.’ 

‘More advocates are needed to help us compla�n but �t’s very hard to talk 
about th�s stuff.’ 

‘It’s �mportant that �t’s conf�dent�al, people m�ght be offended �f you 
compla�n about them.’

‘I would speak to a fam�ly member or a trusted member of staff �f I 
wanted to make a compla�nt, I would feel safe to do so.’ 

The Nat�onal Conf�dent�al Rec�p�ent was aga�n d�scussed �n th�s regard and 
aga�n, the group were not aware of her deta�ls. 

‘The problem �s that’s only one person, so how can �t help everyone?’
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One of the people present sa�d that she had her ‘hands t�ed beh�nd my back, 
I was g�ven �nject�ons, and my stuff was taken’. She sa�d th�s had happened 
only a few weeks prev�ously. 

Another group bel�eved that more staff are needed to prevent and �dent�fy 
neglect. Cutbacks, they bel�eved, was why �ssues of neglect were be�ng 
h�ghl�ghted by HIQA �nspect�ons. In most cases, people bel�eved �t was not 
�ntent�onal on the part of staff, but the lack of staff plus a r�se �n paperwork 
meant that the staff who are on duty are not g�v�ng people the level of care 
and attent�on they need. They also bel�eved that �t would be �mportant that 
the�r �dent�ty �s protected �n the compla�nts process to ensure that they do 
not become v�ct�m�sed.

Many people at the meet�ngs bel�eved that pol�c�es and procedures were 
�n place �n the�r serv�ce, but felt that often they needed to be rem�nded of 
how to go about us�ng these pol�c�es �f they needed too. They felt that they 
needed to be g�ven more �nformat�on.

Summary: What can be done to stop abuse or neglect?

The compla�nts process was h�ghl�ghted by many groups as was the potent�al 
role of advocates �n deal�ng w�th compla�nts. Bully�ng by fellow res�dents 
was ment�oned as requ�r�ng attent�on. Many people h�ghl�ghted the need 
for confident�al�ty and the �ssue of staff cutbacks was aga�n ment�oned as a 
reason for why abuse m�ght be occurr�ng.

 2.9 What would help people w�th �ntellectual 
d�sab�l�ty to l�ve well?
Choos�ng the�r own med�cal care was felt to be a key aspect of the�r 
healthcare, and of ensur�ng better outcomes for them. A number of groups 
felt that they should, where poss�ble, self-med�cate – they know the�r needs 
and the�r med�cat�ons and so could oversee the�r own med�cal needs w�th 
support. 

‘I can self-med�cate now, but �t wasn’t always the case – the off�ce used to 
do �t.’ 

‘If my own doctor �s not ava�lable I should be able to choose another 
doctor myself, not the doctor chosen by my serv�ce prov�der. I want to be 
able to choose whether I have a female or male doctor to call on me to 
prov�de my care.’ 

One person commented that often doctors won’t take pat�ents w�th 
�ntellectual d�sab�l�t�es, c�t�ng be�ng ‘too full’ or ‘we don’t take med�cal cards’. 
Another person, who �s �n a wheelcha�r, cannot access h�s doctor’s house as 
�t has no wheelcha�r ramp – so the doctor has to come outs�de to h�m and 
consult w�th h�m �n h�s car. 

Some reported sat�sfact�on w�th the�r health support – for example, the�r 
doctor came to see them and the�r med�cat�on and the�r treatment were 
supported to the�r sat�sfact�on. 
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One group, �n common w�th many others, w�shed to be able to self-med�cate 
and choose the�r own med�cal doctor. They feel they are capable and can ask 
for a l�ttle support �f they need �t.

‘I am a d�abet�c, I need a b�t of support, but I’d rather do �t myself.’ 

‘It’s better to go out to the doctor – you meet more people.’

‘I m�ght need someone to rem�nd me to take my med�cat�ons, or g�ve me 
an �nject�on, or to use my �nhaler, – I have asthma.’ 

A d�scuss�on about personal plans and health ensued at one meet�ng. Many 
had the�r own Personal Care Plan �n the�r room; some were not aware of �t 
but were happy �t was be�ng taken care of for them. Another group echoed 
the po�nts about more cho�ce around adm�n�ster�ng med�cat�on and who 
they v�s�t such as doctors, psycholog�sts and assoc�ated staff that look after 
the�r d�fferent needs.

‘I do have my own doctor but they talk to the staff not to me.’ 

‘Th�ngs should be face to face, people should be told, not someone else, 
l�ke my s�ster.’ 

‘I have a med�cal card but I cannot choose my own doctor. Why not? We 
should be able to. 

One person po�nted out: ‘There �s no doctor �n our town’. 

The �ssue of be�ng changed from one med�cat�on to another med�cat�on and 
the �ssue of s�de-effects was d�scussed. 

‘I asked my psycholog�st about s�de-effects – he gave me �nformat�on on 
�t – I wanted to know why �t had been changed.’

Another person adv�sed that he talks to staff who adv�se h�m on h�s 
med�cat�on. 

‘Staff w�ll always tell me �f I need to go on d�fferent med�cat�on and why.’ 

The �ssue of contracept�on and sexual health was ra�sed at th�s po�nt as 
one of the people present had recently become engaged. He bel�eved 
�t was �mportant for h�m and h�s f�ancée to have �nformat�on on sexual 
health. Another person related how (after hav�ng sex) she was put on the 
contracept�ve p�ll w�thout her knowledge or consent.

At one meet�ng, mob�le phones were felt to be �mportant as they allowed 
people to keep �n touch w�th var�ous healthcare staff and/or arrange to meet 
them when they were out and about dur�ng the day.

At another meet�ng, everyone appeared to have med�cal cards and they felt 
happy that they had th�s ‘secur�ty’ although prescr�pt�on charges and r�s�ng 
med�cal costs �mpacted on the�r med�cal serv�ces. They were happy to go to 
the�r med�cal appo�ntments w�th support when necessary.

‘I go w�th staff support to the doctor as, when he �s talk�ng, I often cannot 
understand what he �s say�ng.’ 

Some of the men at one meet�ng were more �n favour of mak�ng the�r own 
dec�s�ons regard�ng the�r med�cal care and wanted to go to the doctor alone 
rather than be accompan�ed by a staff member. They felt that �t was the�r 
pr�vate bus�ness and str�ctly between them and the doctor attend�ng them. 
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Summary: What would help people with intellectual disability to live 
well?

Most of the groups focused on cho�ce, self-med�cat�ng and be�ng g�ven 
better �nformat�on, �nclud�ng about the effects of med�cat�on. The theme of 
personal�sed care was clear w�th people ask�ng for equal�ty w�th every other 
c�t�zen.

2.10 What can be done to make the management of 
serv�ces better?
In answer�ng th�s, some groups concentrated on the need to l�ve �n smaller 
groups, perhaps w�th fr�ends. Some people l�v�ng �n larger groups bel�eved 
the groups were too large. 

‘We need to l�ve near others, near towns, shops, and other serv�ces.’ 

One person h�ghl�ghted that he was not allowed to have h�s own door key 
(to a home he �s pay�ng rent to l�ve �n) and somet�mes exper�enced be�ng 
left outs�de �n bad weather unt�l a staff member let h�m �n. 

‘I feel safe when I have my own key, I can lock my room, get �n and out of 
my home – �ts normal after all to have a key.’ 

Another person h�ghl�ghted the fact that she was not allowed out after 
8pm �n the even�ng, wh�ch she bel�eved was unfa�r. Another person was not 
allowed to lock her own room desp�te want�ng pr�vacy. She had a boyfr�end 
but was not allowed to see h�m at a t�me of her choos�ng.

In another part of the country, a group sa�d they would l�ke to have more 
say �n how the�r res�dences and homes are be�ng run. They bel�eve rules and 
regulat�ons take precedence over the�r needs. 

‘It’s my room, my home. I don’t want my room be�ng �nspected to see �f 
�t’s t�dy. If I want to have a messy room, I should be able to: I am an adult. 
Everyth�ng has to be sp�ck-and-span �n our house – �t’s my home and I 
should be able to have my room the way I want �t, w�th my stuff how I 
want �t.’

Many groups felt they could not choose who they l�ve w�th and that th�s 
does not work. They felt a lot depended on personal�ty, mood, pr�vacy 
�ssues, d�fferent wants and needs, and a range of other factors. 

‘If people were supported to l�ve �ndependently �n the commun�ty, then 
management of res�dent�al un�ts and serv�ces wouldn’t be an �ssue.’ 

Some people wanted to ‘do normal l�ttle th�ngs that others do’. 

‘I l�ve �n a house w�th seven people, there are only two baths, two 
showers, and two to�lets. It’s not enough for all of us �n a house together. 
There �s a b�g s�de garden wh�ch could be used to bu�ld on some extra 
fac�l�t�es to make th�ngs better.’

Another �ssue that came was what people d�d dur�ng the day. One person, 
who used to work �n a bookshop and also �n sheltered workshops, bel�eves 
there are not enough work opportun�t�es now.

‘Lack of day serv�ces means we don’t go out much at all.’ 
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Money management was ra�sed. Sadly one of the men sa�d:

‘I never bought anyth�ng for anybody �n my l�fe.’

One of the younger people d�dn’t l�ke hav�ng money on h�s person, and 
needed help buy�ng clothes. 

‘I don’t know what to buy apart from cola, chocolate bars.’ 

Another person commented:

‘I love shopp�ng – I got three dresses for Chr�stmas.’

Some comments concerned CCTV.

‘They want to put CCTV cameras �n to keep an eye on us, but �t’s �nvad�ng 
our pr�vacy. You can understand why they would want to do �t but you 
have to show respect for us too.’

Hav�ng �nput �nto the management of the�r serv�ces was also ment�oned. 
It was felt th�s would be benef�c�al to both res�dents and staff. They also 
felt that be�ng safe, hav�ng pr�vacy, hav�ng support and the cho�ce of who/
how many people they l�ve w�th �s �mportant and would help w�th the 
management of the�r res�dent�al serv�ces.

‘Some of the places are b�g old bu�ld�ngs that were once someth�ng else. 
These aren’t su�table to house people w�th �ntellectual d�sab�l�t�es – they 
need to be housed �n more su�table places wh�ch su�t them not the way 
the serv�ce prov�der wants th�ngs.’

People at another meet�ng bel�eved that hav�ng more cho�ces would 
�mprove th�ngs for them. Such cho�ces related to th�ngs such as fr�endsh�ps 
and relat�onsh�ps, wh�ch telev�s�on shows to watch, as well as be�ng able to 
manage the�r own money. 

They bel�eved that more tra�n�ng days to d�scuss these �ssues would help 
everyone to manage the�r shared spaces more effect�vely. 

W�th th�s �n m�nd, the fac�l�tator at th�s meet�ng asked them �f they knew 
where the�r money came from and the vast major�ty of the group had no 
knowledge of d�sab�l�ty allowance or soc�al welfare.

Some groups bel�eved that they should meet w�th management and staff 
regularly, at least once a week, to d�scuss �ssues and any changes that are 
happen�ng.

‘We are never told what’s happen�ng, who’s v�s�t�ng, what new people are 
mov�ng �n. We are always last to f�nd out anyth�ng.’ 

‘There should be more r�ghts groups set up �n our serv�ces, where we can 
meet other people and see what’s work�ng and what’s not. R�ghts groups 
g�ve you a vo�ce, get your v�ews across through bra�nstorm�ng. You get 
results when you get together as a group.’ 

One person adv�sed that, �n h�s serv�ce, hol�days are pa�d for under 
a ‘programme’ wh�ch means that they do not have to pay staff for 
accompany�ng them on hol�day. If fund�ng �s cut, people may have to pay 
more for staff to accompany them.
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The �ssue of marr�age and sex was d�scussed at one meet�ng. Th�s group 
strongly bel�eved that marr�age and relat�onsh�ps was a human r�ghts �ssue. 
If they w�shed to l�ve w�th a partner or a fr�end they should be allowed to 
and to have �nt�mate relat�onsh�ps. They were aware of the recent Marr�age 
Equal�ty Referendum and feel that �t’s t�me for them to be g�ven the�r r�ghts.

‘I would l�ke a partner for company. Marr�age �s a b�g dec�s�on as �t’s for 
l�fe, unless you get a d�vorce.’ 

‘It’s n�ce to have fr�ends over as well, but when you l�ve w�th a group 
you have to make sure they are happy about �t as well. If I l�ved alone I 
wouldn’t have to do that.’ 

Summary: What can be done to make the management of services 
better?

The emphas�s on th�s top�c was on smaller group l�v�ng, be�ng able to l�ve 
as anyone else does w�th cho�ces, respons�b�l�ty and �ndependence. Some 
comments demonstrated how �t was often s�mple th�ngs l�ke shopp�ng and 
money management that were �mportant. Relat�onsh�ps and equal�ty were 
also d�scussed w�th a clear expectat�on that change needs to happen.

2.11 How can staff recru�tment be made better?
A number of groups expressed the v�ew that they should have an �nput �nto 
the staff recru�tment process. They also bel�eved that they should be able to 
play a part �n choos�ng the�r key worker. 

One person reported he had been on �nterv�ew panels and had prov�ded 
feedback. He and h�s fellow house-mates were consulted about the people 
�nterv�ewed, so they were able to form op�n�ons of prospect�ve staff before 
they were employed. 

Another person was cr�t�cal of the role of students. 

‘We get students �nto our house and they don’t know what med�cat�on 
we are on; m�stakes can be made. We should be allowed to help them 
on the�r rounds, we know a lot and can help them. A lot of us should be 
allowed to self-med�cate – we know our own med�c�nes.’ 

‘New staff should be tra�ned before they start work�ng w�th us. Older staff 
should tra�n the new ones.’ 

‘We can help w�th new staff but they need to l�sten to me about my 
needs.’ 

The overall feel�ng of th�s group was that �f they had a say �n recru�tment 
they would feel they had a vo�ce, that they were be�ng l�stened to – that �t’s 
not just about t�metables, rosters, serv�ce levels, but about them and their 
needs be�ng met.

‘They should be k�nd. They need to be trustworthy, they should trust you 
and you should be able to trust them. Ask us what we want more, consult 
w�th us, when th�ngs are happen�ng we are usually the last to know, to 
be told. Better staff would not be judgemental or d�sm�ss�ve or get angry 
when they exper�ence d�ff�cult behav�our. If they were more profess�onal 
�n the�r job �t would be better.’ 
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Another group sa�d that more care staff w�th better qual�f�cat�ons are 
necessary rather than more managers.

‘There should be a tr�al per�od, then �nduct�on; then �f the staff member �s 
su�table they are kept on. Somet�mes they don’t su�t the serv�ce and the 
serv�ce does not su�t them.’ 

One group emphas�sed the need for staff to stay on �n the�r serv�ces rather 
than staff cont�nually com�ng and go�ng.

‘How can you have a relat�onsh�p w�th someone when they up and leave; 
�t’s not the�r fault, but somet�mes you feel l�ke �t m�ght be your fault.’ 

‘Key workers change w�thout any commun�cat�on by management and 
�t takes a wh�le for people to get to know us and us them; then they are 
gone.’

One person (who needed s�gn language support to enable her to 
commun�cate) had a new support worker w�th her who d�dn’t understand 
her needs – she bel�eved that the support worker should have s�gn language 
tra�n�ng.

‘They should be tra�ned �n spec�f�c d�sab�l�t�es and how to deal w�th them 
effect�vely.’ 

Yet another group bel�eved that exper�enced and profess�onal staff should 
be �n place to ass�st them w�th the�r needs and that staff should l�sten to 
them and carry out the�r w�shes.

‘Get management to advert�se for staff, spec�f�cally ask for k�nd, lov�ng, 
car�ng staff. We should be able to meet them before they start work�ng 
w�th us – then we would know �f they were su�table.’

Another group bel�eved they should wr�te up the job descr�pt�ons and that 
gender balance was an �ssue.

‘More male staff would be good.’

Summary: How can staff recruitment be made better?

The key theme was for people to have an �nput �nto recru�tment �nclud�ng 
wr�t�ng job descr�pt�ons, s�tt�ng on �nterv�ew panels and �nduct�ng new staff. 
Cont�nu�ty was felt to be �mportant as was d�sab�l�ty tra�n�ng and gender 
balance. Personal attr�butes were clearly very �mportant to people.

2.12 What are the most �mportant th�ngs �n the 
leader’s and manager’s jobs?
Almost all the meet�ngs bel�eved that �n l�ght of the Áras Attracta abuse 
case, accountab�l�ty was the key �ssue and ‘consequences for the�r act�ons’ 
should follow as a matter of course. Regular meet�ngs and d�scuss�ons 
between serv�ce prov�ders and res�dents was felt to be �mportant – to see 
what was work�ng and what was not on a weekly bas�s. The �mportance of 
appropr�ate and safe staff�ng levels was also emphas�sed – there should be 
adequate staff numbers on duty at all t�mes to prov�de a sat�sfactory serv�ce, 
as and when they need �t, day and n�ght.
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Accord�ng to one person, her serv�ce prov�der d�dn’t have a compla�nts 
process �n place. She bel�eves such a process would be benef�c�al and ensure 
that accountab�l�ty was made a pr�or�ty for staff who are abus�ve or carry out 
the�r dut�es �n a less than profess�onal manner.

‘Compla�nts need to be taken ser�ously, and �f staff see other staff 
behav�ng �n an unacceptable way they should report that behav�our.’ 

Another meet�ng stressed the need for robust accountab�l�ty pract�ces, 
�nclud�ng strong d�sc�pl�nary procedures, to be �n place to ensure that events 
such as the Áras Attracta scandal should never happen aga�n.

‘Staff should be pun�shed for unk�nd or abus�ve treatment, and �f a 
person compla�ns to a manager about a staff member, they shouldn’t feel 
nervous that there w�ll be problems w�th that staff member as a result of 
compla�n�ng.’ 

‘Staff should be sacked �f they do not do the job they are pa�d to do.’ 

One person po�nted out that the reason the Áras Attracta s�tuat�on occurred 
was because ‘people thought they could get away w�th th�s, they thought 
they were above censure.’ 

‘It was an abuse of power, they took away the r�ghts of those people. I am 
surpr�sed that Áras Attracta �s st�ll open.’ 

‘If staff were moved around per�od�cally then they would not become 
bored w�th the un�t they are based �n, they would get to know more 
people and any problems a person was hav�ng w�th a part�cular staff 
member would be resolved am�cably’ 

‘More ser�ously d�sabled people don’t know about any compla�nts 
processes. The�r needs need to be pr�or�t�sed – they should be protected.’ 

Others noted that changes were already happen�ng.

‘There are n�ght staff �n all un�ts now, but there used to be only n�ght staff 
�n some of them. Each sect�on needs a n�ght manager.’ 

‘We should be able to go over the heads of management or staff �f 
someth�ng �s wrong and �t �s not be�ng sorted out, w�thout fear of any 
backlash.’

‘HIQA are there for us as well and they need to do a better job �n f�nd�ng 
out where the problems are �n the serv�ce and take act�on aga�nst staff 
and serv�ce prov�ders where wrongdo�ng �s d�scovered.’ 

One of the groups bel�eved that a robust accountab�l�ty pol�cy should be �n 
place for all support staff �n the event that problems or �ssues ar�se. 

‘If they th�nk they can get away w�th someth�ng then they w�ll; they th�nk 
they are above be�ng pun�shed.’ 

‘We need more �nformat�on about how to go about mak�ng compla�nts as 
th�s �s �mportant.’ 

‘The management of these �nst�tut�ons should look long and hard at 
themselves and see how th�ngs can be �mproved for people.’ 

If staff are unsu�table they shouldn’t be work�ng �n a support env�ronment, 
and �f a staff member �s found to be perform�ng below acceptable standards 
they should not be allowed to stay work�ng �n a serv�ce.



24

Start l�sten�ng to us

As already ment�oned above, one group bel�eved there should be a reg�ster 
set up to take note and log abus�ve care workers to ensure that they do not 
work �n the care system ever aga�n. They should have a record, or a cr�m�nal 
record depend�ng on the c�rcumstances of the abuse. Certa�nly they should 
never ‘work around people w�th a d�sab�l�ty aga�n’.

Summary: What are the most important things in the leader’s and 
manager’s jobs?

Most groups stressed the need for accountab�l�ty and the need for a robust 
response when abuse �s detected. Compla�nts processes were also h�ghl�ghted 
as was the role of HIQA. A number of people felt that there should be a system 
to bar people from work�ng �n th�s area �f necessary.

2.13 What should be done about educat�on, tra�n�ng 
and support for staff and res�dents?
The �ssue of educat�on and tra�n�ng of the�r support staff was seen by many 
as cruc�al to the qual�ty of the�r day-to-day support and care. They wanted 
profess�onally tra�ned and more exper�enced staff recru�ted by the serv�ce 
prov�ders. They wanted to be able to trust the�r staff to do the�r best to fulf�l 
the�r needs, and they wanted to ga�n the trust of the�r staff – a two-way 
relat�onsh�p.

‘We want n�ce, respectful, support�ve staff.’ 

‘We want to work w�th management to have the staff that we want.’ 

‘Two-way commun�cat�on �s v�tal, but �t rarely happens.’ 

One group d�scussed staff be�ng ava�lable to them more regularly to renew 
and update the�r personal plans and goals. They felt that low staff numbers 
affected th�s and bel�eved that more staff recru�tment was necessary to 
allow better commun�cat�on.

‘It’s over a year s�nce I had a personal plan update – �t should be rev�ewed 
at least once a year – �t’s good to have goals. The staff rosters and 
t�metables should �nclude th�s; we need to have th�s opportun�ty more 
often.’

A constant stream of new staff �s not des�rable, they bel�eved. They wanted 
to have a relat�onsh�p w�th the�r support staff and �f the staff were constantly 
chang�ng �t was very d�ff�cult to ach�eve th�s relat�onsh�p.

One person bel�eved that ‘auster�ty’ had led to a loss of staff, and sav�ng 
money had taken precedence over qual�ty care.

‘Money should be spent for the benef�t of us, not the serv�ce prov�der. We 
have no �dea where our money goes – there �sn’t much left for us each 
week, that’s for sure.’ 

Another group compla�ned that staff were not ava�lable to support them. 
W�th all the demands on staff (reports, paperwork, cover for absent staff and 
other �ssues) they d�dn’t have t�me to support them fully.

They also bel�eved that w�th better educated and tra�ned staff, relat�onsh�ps 
could be �mproved dramat�cally.

‘If we were able to tra�n some of the staff, or shadow them �n the day-to-
day work, we could help them understand our needs better.’ 
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‘Some staff are not good, they don’t understand us, somet�mes they 
cannot even speak Engl�sh well. It �s not the�r fault; they are not Ir�sh.’ 

‘They need to real�se that they should respect us.’ 

One group felt that staff should not be left to work alone at weekends or 
late �n the even�ng, and that there should be more staff ava�lable at all t�mes 
to ensure that serv�ces are up to standard. They bel�eved that they needed 
more tra�n�ng �n the area of money management, as well as health and 
safety. They also bel�eved that they could be of help to new staff, show�ng 
them around, show�ng new people around a res�dence, help�ng them settle 
�n.

‘You try to help someone and the staff won’t let you. We should be 
�ncluded, but we aren’t. We are often told to be qu�et.’ 

‘We are all equal, so we should be treated the same as everyone else.’ 

As prev�ously stated, some people felt they could help new staff, show them 
around the res�dence/house, tra�n or help to tra�n students/new carers, show 
them where th�ngs were kept or �ntroduce them to other people.

‘Staff should be tra�ned by us about d�sab�l�ty awareness, not by the 
serv�ce prov�der.’

‘Management should be ava�lable regularly to s�t down w�th us to see 
how th�ngs are go�ng, how they can be �mproved, �ron out any problems.’ 

In terms of tra�n�ng another group called for better awareness tra�n�ng for 
new staff, del�vered by them. 

Summary: What should be done about education, training and support 
for staff and residents?

In general, people’s preferences were about suffic�ent and adequately tra�ned 
staff, hav�ng suffic�ent numbers, staff hav�ng t�me to focus on support, 
cont�nu�ty and on be�ng allowed to help the staff dur�ng tra�n�ng.

2.14 Is there anyth�ng else you would l�ke to say to the 
ÁASRG Rev�ew Group?
A number of people at one meet�ng were also self-advocates �nvolved �n 
advocacy groups and were pos�t�ve about the good effects of group work �n 
order to br�ng about changes for the better. 

One person descr�bed how he was able to meet w�th the Board of 
Management (at h�s locat�on), tell them that he was not happy w�th some 
�ssues, and have changes made.

Another person had prev�ously been part of a r�ghts act�on group that used 
to meet every three months and the�r �ssues/compla�nts were then put to 
a local Board of Management. By meet�ng regularly they could check �f any 
�ssues/compla�nts made at a prev�ous meet�ng had been sorted out.

Th�s meet�ng emphas�sed that gett�ng together as a group �s a more 
effect�ve, safe way of obta�n�ng changes. 

‘More than one vo�ce �s better, �f there �s only one person they can be 
eas�ly fobbed off.’
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Another group bel�eved that overall th�ngs are chang�ng for the better 
but ‘slowly, slowly’. However they want to see more change happen�ng 
more qu�ckly. They th�nk that the best way changes can happen �s to open 
the l�nes of commun�cat�on between the people be�ng supported and 
the serv�ce prov�ders. They also bel�eve that hav�ng one’s own space �s 
�mportant, and be�ng able to decorate that space to one’s own taste and 
needs, even �f �t’s expens�ve. 

‘Commun�cat�on w�th management �s v�tal … so that no one gets upset.’ 

Some people had overwhelm�ngly pos�t�ve comments to make on the�r day-
to-day �nteract�on w�th staff. 

‘The staff are good to me, they br�ng me out.’ 

‘They are n�ce to us; they have t�me for us.’

‘They talk to you l�ke to an adult.’ 

‘All the staff are the same, they are all good – �f they weren’t �n good form 
I would ask them what’s wrong.’ 

‘I have never seen a bad person; they are all good to me.’ 

‘Mak�ng dec�s�ons �s a good th�ng; they help us make dec�s�ons.’ 

Others had concerns…

‘Stop mov�ng us about, we need to have stab�l�ty; we need to know who 
we are l�v�ng w�th and choose who we l�ve w�th.’ 

‘Transport �s an �ssue �n rural commun�t�es and �t needs to be sorted out.’

‘There needs to be work for us, many of us used to work and want to 
work but the jobs are not there; and �f they are they aren’t be�ng pa�d for 
the�r work – who works for noth�ng �n th�s day and age?’ 

‘Those who want to l�ve �ndependently should be able to w�th the r�ght 
support, such as a PA [personal ass�stant]. They should be able to look 
after the�r own money, b�lls and that sort of th�ng.’ 

‘Be able to �n�t�ate changes by compla�n�ng to the Nat�onal Advocacy 
Serv�ce or the Nat�onal Conf�dent�al Rec�p�ent – �t’s the only way we can 
get any results.’ 

The �ssue of age-appropr�ate language was also ra�sed:

‘I have seen a lot of pos�t�ves and great staff but I don’t l�ke be�ng 
‘mamm�ed’, be�ng told I’m a good boy or be�ng called “pet”, “darl�ng”, 
“love”, �t’s �nappropr�ate language – use age-appropr�ate language, I’m 
not a ch�ld.’ 

Th�s group also wanted to be able to go out alone at n�ght and stay out 
later as one of the people present commented: ‘I can’t go out alone, but I’d 
change that, I want to go out alone and do th�ngs by myself for myself.’

Another �ssue wh�ch was ra�sed related to hav�ng a pet. People reported that 
they were not allowed have a pet �n the�r home and th�s they felt was unfa�r. 
One person reported that she had a cat and she was del�ghted, but she 
l�ves alone �n her own apartment, however, so �t wasn’t a problem �n that 
�nstance. People felt that the reason they weren’t allowed the�r own pets 
was that ‘�t would create more work for the staff or house-parents �f an�mals 
were allowed.’ They felt that nurtur�ng and car�ng for a pet would be good 
for the�r emot�onal well-be�ng and happ�ness.
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For another group, the b�g �ssue was HIQA and the�r paperwork. They felt 
that too much t�me and energy was be�ng spent �n these areas wh�ch meant 
that they were not be�ng supported as they should be.

‘G�ve us the cho�ce, to have a partner, to have ch�ldren, to be safe, �t’s 
what we want, our cho�ce, �t should be ours to make.’ 

‘Why do we always have to f�ght for our r�ghts, for �mprovements, for 
change, �t shouldn’t be th�s way. It’s t�me for act�on, no more reports, 
strateg�es, rev�ews, d�scuss�on groups. Start l�sten�ng to us!’

Summary: Is there anything else you would like to say to the ÁASRG 
Review Group?

Commun�cat�on was ment�oned several t�mes by var�ous groups, part�cularly 
between representat�ve groups or self-advocates and management boards. 
Many pos�t�ve comments were made about staff but there were also v�ews 
about too much paternal�sm and �nequal�ty. People generally want act�on, not 
another report on a shelf.
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 Conclus�on
Much, �f not all of what �s conta�ned �n th�s report has been wr�tten or sa�d 
before. What �s concern�ng �s that these comments are the d�rect responses 
of people who, by now, could reasonably have expected that many of these 
suggested changes would have already happened. It �s encourag�ng that 
some change �s already happen�ng, but the task for the future �s to make the 
good �nto the commonplace. Most of what �s descr�bed �n th�s report can be 
�mplemented �mmed�ately w�thout any cost.

The contents of th�s report should be taken as an act�on plan �n �tself. By 
restor�ng conf�dence, focus�ng on mak�ng th�ngs better and comm�tt�ng 
to a rap�d process of change, we can all contr�bute to ensur�ng that the 
r�sk of abuse and neglect are greatly d�m�n�shed and that we promote 
�ndependence and equal�ty for everyone w�th an �ntellectual d�sab�l�ty.

3



__ 

Following the broadcast of the Prime Time programme  ‘Inside 
Bungalow 3’ by RTE, the Áras Attracta Swinford Review Group 
was established by the Health Service Executive to undertake an 
independent review of the quality of care being provided in Áras 
Attracta. The findings of the Review Group are presented over a 
series of three reports.

What matters most is an assurance review that sets out the 
findings of the Review Group in relation to Áras Attracta itself.  It 
includes recommendations relating to Áras Attracta management, 
actions for the HSE at a national level, and a ‘road map’ to guide 
all managers of congregated settings as they move towards 
decongregation.

Time for action deals with the wider system of service provision for 
people with a disability, and proposes a range of actions including 
56 priority actions that emerged from a national process of 
consultation with stakeholders involved in disability services and 
the wider public. 

Start listening to us is a documented record of the lived 
experiences of people with intellectual disability and how they 
perceive the support they receive. 



‘Why do we always have to fight for our rights, for 
improvements, for change, it shouldn’t be this way. 
It’s time for action, no more reports, strategies, 
reviews, discussion groups. Start listening to us!’ Start listening to us

Report on self advocates  
focus groups

Áras Attracta Swinford 
Review Group

July 2016




