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FAMILIES
This issue of Frontline looks at some of the issues that families
live with in providing for their disabled son or daughter over
the life span. Parents very often talk about hearing the news
of their child’s disability and they describe it in many different
ways. Others identify how disability has changed their lives and
permeates their day-to-day living; they talk about the ongoing
struggles for services, and even the right to be heard. For many
parents, this is a journey into a labyrinth—with many false starts
and cul de sacs. The journey to the centre of the labyrinth can
be lonely and anxiety provoking. When that centre is reached, many parents hope their son
or daughter will have honed their hard won skills to be able to live ‘independent lives’, but
they are often frustrated by the unreliability of state and community supports to facilitate
that continuing journey for their family member.
Parents often cite how family relationships have strengthened and changed because
of their evolving understanding of disability and, in particular, the contribution their
disabled son or daughter makes to the life of the family. Relationship is at the core of that
contribution, and very often it is built around small but important, normal daily steps. And
if a person with a disability has no opportunity for relationships outside of their family, they
can lead a very restricted life. The expression of emotion can still be seen by society—and
within service settings—as the preserve only of the ‘able-bodied’. Living a lonely life is often
the lot of people with intellectual disabilities. But a continuing theme in the contributions
to this issue is how people with an intellectual disability can and do make many positive
contributions to the lives of their family and community.
The roll-out of intervention teams throughout the country has been positive for families.
Is there a need, however, to have less of a focus on assessment and more of a focus of
working with parents to understand the lifelong journey ahead—and to understand the
person in the context of relationship? In the current medical card reviews, some parents are
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again being asked to ‘prove’ that their son or daughter has a disability, despite the files of
their many assessments which attest to that fact.
The struggle continues. It is reminiscent of similar issues in the late 1970s. It can be an
inescapable labyrinth—one step forward, two steps back. But it is a remarkable testament
to the resilience of parents, brothers, sisters and extended family members, that they
continue to take those steps forward because of the importance of the close enduring
family relationships established with the person with the intellectual disability—where
would we be without strong mothers and fathers?

Stephen Kealy

The Board of Frontline are seeking expressions of interest in the
position of Editor. The position is voluntary and for a three year
period. For further information, please contact:
editor@frontline-ireland.net
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by Siobhán Kane
Communications & Information Manager

BUDGET 2014: SOCIAL WELFARE RATES MAINTAINED
No changes to social welfare entitlements for people with a disability
or carers were announced in Budget 2014. Budget 2014 was
announced by Ministers Michael Noonan and Brendan Howlin on
15 October. In advance of the Budget, Inclusion Ireland made a
strong case that people with a disability and their families have been
hit hard with cuts from every government department in recent
years, and called on the Taoiseach to ring-fence disability-related
budgets, and start engagement on disability at senior ministerial
level. Inclusion Ireland, together with Irish Autism Action and Down
Syndrome Ireland, launched a new publication in advance of the
Budget showing the statistics:
■ Almost 35,000 children are waiting for speech and language
therapy;
■ Those on Disability Allowance have €847 a year less since 2008;
■ Only 5% of adults with an intellectual disability are in
employment;
■ Resource teaching hours have been reduced by 15% since
2011.
Speaking at the publication launch, Inclusion Ireland CEO
Paddy Connolly said people with disabilities feel ‘increasingly
disenfranchised by this government’, and that in addition to direct
cuts to income and other supports, frontline staff in health services
are not being replaced, and this is having a massive impact. The
launch received press attention on RTÉ and in many newspapers,
and a number of TDs and senators attended, in addition to people
with a disability and their families who spoke about the impact of
cuts on their lives. A copy of the document is available on www.
inclusionireland.ie.
Key changes announced in Budget 2014 include the introduction
of the free GP card for all children aged five and under (from
mid-2014), and the axing of the telephone allowance. Prescription
charges for medical card holders will increase from €1.50 to €2.50
per item, up to a maximum of €25 per family per month. There
are no changes in the rates or criteria for the principal social welfare
allowances, and the half-rate Carer’s Allowance is maintained. It was
also announced that there will be an additional 1395 extra teachers
and classroom resource teachers at primary and secondary level next
year, in line with demographic changes.

INFORMATION SESSIONS ON NEW STANDARDS FOR DAY
SERVICES
Information sessions on new standards for day services will be
held in January 2014. The standards for day services will not be
statutory, but instead aim to assist service providers when they
are implementing recommendations from the New directions
Report from the working group of the Adult Day Services Review.
It recommends how supports should be provided to people using
day services. New directions proposes that supports should be
individualised and outcome-focused and should support adults to
live the life of their choosing in accordance with their own wishes,
needs and aspirations. The standards document will be available
on the HSE website from early December. The HSE’s information
sessions on the standards will be held on 14-15 January 2014.
Details of the venues and times will be on the Inclusion Ireland
website when they become available. Inclusion Ireland will also be
holding focus groups with people with an intellectual disability and
4

their families on the standards to help inform Inclusion Ireland’s
submission on the standards.

NEW REPORT SAYS ALL TEACHERS SHOULD HAVE
SPECIAL-NEEDS TRAINING
New research on teacher training recommends that all teachers be
trained to work with children with special educational needs (SEN).
The research, which was conducted on behalf of the National Parents
and Siblings Alliance, shows that currently there are approximately
2300 teachers trained to work with pupils with special educational
needs. However, this is just a small portion of the 12,000 primary
school teachers and 8000 post-primary teachers who were trained
in Ireland 2006 and 2012. In this period about 2000 teachers
completed the postgraduate diploma in special educational needs,
and almost 300 completed the masters of education in special
educational needs. The research says there are approximately
125,000 pupils with special educational needs in primary schools,
and 90,000 in post-primary. Of these, 17,512 children at primary
level and 16,629 at post-primary were allocated additional teaching
hours, with a further 3135 and 9881, respectively, who had special
needs assistant support (figures were taken from the Special
Education Administration System as of August 2010). According to
the authors of the research, Brian Merriman and Aideen Rickard:
‘there is a dramatic discrepancy between the number of children
who may have SEN and the level of additional support available.’
They say initial teacher education does not adequately prepare new
teachers to work with pupils who need additional support, but ‘there
is an expectation on the part of parents and children’ that teachers
will be properly trained.

20% OF CHILDREN IN STATE CARE HAVE SPECIAL NEEDS
The Child Care Law Reporting Project has found that 20% of children
taken into the care of the state have ‘special needs’. The Project,
which is under the directorship of former Irish Times journalist Dr
Carol Coulter, published its first interim report in early November.
Detailed notes revealed the ‘special needs’ were almost always
psychological or educational. Evidence given by psychologists and
speech and language therapists show that neglect and abuse has
severe adverse effects on children’s development, the report said.
This, it added, can lead in some cases to the diagnosis of learning
disabilities, psychological disorders and other behavioural problems.
It also found that 12% of all child care proceedings involve children
whose parents have a mental illness or intellectual difficulty. The
report was launched by Chief Justice Mrs Susan Denham, and is the
first from the project. It included analysis of data collected from 333
cases attended by the project’s team between December 2012 and
July 2013. This represents about 10% of all cases during that period.

LAW REFORM COMMISSION SAYS SEXUAL OFFENCES
LEGISLATION SHOULD BE REFORMED
The Law Reform Commission has recommended a number of
changes to the Criminal Law (Sexual Offences) Act 1993, in its latest
report Sexual offences and capacity to consent. The Commission
says the current law both fails to respect the right to consenting
sexual relationships, and falls short because it does not deal with all
situations in which exploitation or abuse may arise. It says legislation
should make it clear that no offence is involved where two people
FRONTLINE Winter 2013

whose capacity to consent may be at issue, engage in a sexual act
where no exploitation or abuse is involved. The report also calls for
national standards to ensure a consistent approach to sex education,
including the risks of exploitation or abuse. The Department of Justice
is currently reviewing the law on sexual offences.

INCLUSION IRELAND WELCOMES START OF REGULATIONS
AND INSPECTION OF DISABILITY SERVICES
Inclusion Ireland has welcomed the long-awaited start of the
regulation and inspection of residential services for children and
adults with a disability, which came into force on 30 October
2013. CEO Paddy Connolly congratulated Minister of State with
responsibility for Disability Kathleen Lynch and Health Minister
James Reilly for fulfilling the commitment in the 2011 Programme for
government to ensure that HIQA starts independent inspections of
disability services: ‘Inclusion Ireland has been advocating for statutory
standards and independent inspections of disability services for nearly
twenty years. It is a credit to both Minister Lynch and Minister Reilly
that the programme for government commitment is being realised.’
However Inclusion Ireland also called for HIQA to put in place a full
information campaign so people living in disability services and their
families are aware of what they can expect from the new inspection
regime. Mr Connolly said, ‘HIQA must ensure that people living in
services have information on where they can turn when standards
are not met. It is important that people with a disability who live in
services, and their families, know what the process is going forward.
Information must be provided in an accessible format on the quality
of service they can expect to receive, and on how they can complain
if they are unhappy. This information campaign is vital in ensuring
that people with disabilities feel they can go to HIQA when they have
concerns or queries, and must be a priority going forward.’

BUDGET 2014 – INCLUSION IRELAND FACTSHEET
Health:
While changes were announced across a range of Government
Departments, the HSE’s budget for 2014 has not been finalised.
While some health measures were announced, full details of how
the HSE will share its financial allocation between services will not
be announced until the HSE produces its service plan. This is due to
be published in early November 2013 (the HSE must give Health
Minister James Reilly the service plan within 21 days of the Budget
being published). When further information is available, Inclusion
Ireland will publish details of the disability allocation on our website
at www.inclusionireland.ie, and on our facebok and twitter pages.
The principal measures announced on Budget day are below.
The rollout of free GP care to children aged five and under. This
was described by Government as an important step on the road to
universal health insurance. The free care will be available from the
middle of next year, as legislation will be required. It will benefit
around 240,000 children and their families.
Prescription charges for medical card holders will increase from
€1.50 to €2.50 per item, up to a maximum of €25 per family
per month. Since the introduction of the prescription charge, the
monthly threshold has increased from €10 to €25.
It was announced that there will be a review of medical cards. The
Government say they hope to raise €113 million from the review.
This will include savings of €25 million when the full medical card
is taken off some older people aged over 70. Up to 35,000 people
could be affected by this. They will revert back to a free GP card.
€20 million was allocated for the continuing development of
community mental health services. This is a reduction from the €35
million allocated in 2013.
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Social Protection:

There was no change to rates for core social welfare payments,
including Disability Allowance, Carers Allowance, Carers Benefit,
Respite Care Grant and the Domiciliary Care Allowance. The half-rate
Carer’s Allowance is maintained.
The telephone allowance of €9.50 per month, per household, will
be discontinued from January.
The minimum contribution for Rent Supplement for couples will
be increased by €5 per week, to €40. The minimum contribution for
single people will not change.
The Bereavement Grant of €850 will be discontinued.
All statutory maternity benefit rates have been standardised to
€230 per week for new claimants. This comes on top of the Budget
2012 measure to tax maternity benefit.
The rates of the Job Seekers Allowance payment have decreased
for young single unemployed people. All new claimants aged 18-24
years will receive €100 per week, and 25 year olds will have their
payment cut from €188 to €144. The full rate will apply to all those
over 26 years.

Education and Skills:
There will be an additional 1,395 extra teachers and classroom
resource teachers at primary and secondary level next year, in line
with demographic changes.
€4.5 million has been allocated to improve the quality of service
provision in the pre-school sector. This will see recruitment of
additional Pre-School Inspectors, a new mentoring service to advance
the implementation of AISTEAR and SIOLTA and a training grant to
upskill current staff to the new qualification requirements.

Environment:
There will be a €30 million investment in social housing, which will
see 500 new units available. These homes will either be built or will
be a refurbishment of vacant stock.
€25 million is being provided to improve the energy efficiency
of 12,500 local authority houses through retrofitting and improved
insulation.

Revenue:
The One Parent Tax Credit is being altered. This tax credit was
payable to both parents where parents are parenting separately and
was worth €1,650. Now it will the ‘Single Person Child Carer Credit’
and only the primary carer is eligible to claim it.

2014 RATES FOR ALLOWANCES
Disability Allowance
■ Disability Allowance (personal rate) will not change and stays at
€188
Carers Allowance
■ Carers Allowance (under 66) will not change and stays at €204
■ Carers Allowance (over 66) will not change and stays at €239
Carer’s Benefit and Constant Attendance Allowance
■ Carers Benefit will not change and stays at €205
Respite Care Grant
■ The Respite Care Grant will not change, and stays at €1,375
annually.
Domiciliary Care Allowance
■ No change, remains at €309.50, payable monthly.
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NEWS

ST CHRISTOPHER’S SERVICES ART PROGRAMME

Jean Healy, arts and crafts instructor with St. Christophers
services and Larry Bannon, Longford’s Mayor.
ST CHRISTOPHER’S SERVICES Art Programme has been
awarded first prize in the IPB Pride of Place Award for 2013.
Pride of Place is an all-island competition that acknowledges
the work that communities are doing all over Ireland. The
competition focus is about people coming together to shape,
change and improve daily lives in their communities.
The St Christopher’s Art Programme, run under the guidance

of Programme Director Jean Healy, offers an exposure to art
in all its forms, encouraging creativity, self-expression and the
development of artistic skills. A major focus of the Art Programme
is integration through art to the wider community in County
Longford. This is done through projects involving service
users working with primary and secondary students in County
Longford, and also working with active-age groups and other art
groups in the community.
Many venues are accessed around Longford to showcase the
talent of the service users. Regular solo and group exhibitions are
held throughout Longford and surrounding counties. The art and
craftworks produced are displayed and sold throughout the year
at craft fairs and through a unique Christmas pop-up shop.
The St Christopher’s Arts Programme took first place in the
Community Arts category and the award ceremony took place in
Derry on 16 November 2013. The judge’s commendation stated:
‘The joy and pride by those taking part is amazing. The
commitment and dedication of the project leaders, and their
innovation, deserves the highest praise. This is a self-sustaining
project that touches many lives in a wholly positive way. A truly
remarkable project.’
The work of the St Christopher’s Art Programme will continue
to build on the links forged with the community of County
Longford and looks forward to supporting and championing the
service users in all their future artistic endeavours.

SELF-ADVOCATES’ BRIEFING TO OIREACHTAS
MEMBERS ON INTERNATIONAL DAY OF PERSONS
WITH DISABILITIES

‘Break barriers, open doors—for an inclusive society for all.’
That was the theme of the UN International Day of Persons with
Disabilities on 3 December 2013. Members of the self-advocates’
sub-committee of the Board of Inclusion Ireland marked the
important day by briefing Oireachtas members, before a formal
meeting the following day with Kathleen Lynch TD, Minister of
State with responsibility for disability issues. Brendan O’Connor,
Deputy Editor of the Sunday Independent, chaired the briefing.
Themes at the briefing to Oireachtas members ranged from
what self-advocacy has meant to the sub-committee members
and their colleagues, to calls for changes to the Assisted Decisionmaking (Capacity) Bill, currently going before the Houses of the
Oireachtas.
6

Choice and control over their own lives were also central
themes, encapsulated by sub-committee chairperson Marie Wolfe:
‘People living in large residential services have very few rights and
control over their lives. We want to choose who we live with and
where we live, and manage our own money, control what we do
... have a social life, go to college, get a job, fall in love.’
Sam O’Connor said: ‘We want to be part of all decisions that
affect our lives... The government and HSE need to be accountable
and include people with disabilities in decisions.’
Adrian Noonan, PRO of the Kilkenny-based self-advocacy group
Seasamh, emphasised that people with an intellectual disability
are voters too, and must be respected and listened to: ‘We have to
keep fighting to be heard and remind this government we are not
going away.... We as people with intellectual disabilities will not
be walked over and are citizens of this country too, and should be
treated equally.’
The speakers from the self-advocacy sub-committee were Marie
Wolfe, Sam O’Connor, Phil Davy, Paul Alford, Martin Rowan,
Dermot Lowdes, Brian Hayes and Adrian Noonan. TDs and
Senators who attended included Deputies Jerry Buttimer, Mary
Mitchell O’Connor, Simon Harris, Finian McGrath, and Senator
Mary Moran.
The self-advocacy sub-committee got a strong reaction to their
presentation from all who attended, and they intend to continue
to highlight issues affecting them by accepting the invitation of
Deputy Jerry Buttimer (committee chairman) to speak before the
Oireachtas Health Committee in 2014.

To comment on these articles email: editor@frontline-ireland.net
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Left to right: Michelle Coe, Hannah Devine and Aoife Moran
THE STUDENT OF the Year awards were announced at the
Open Training College Conferring of Awards Ceremony held
at the RDS Dublin, on 16 November 2013. Awards are based
on the best academic record achieved by a graduate upon
successful completion of their course of study with the Open
Training College.
This year’s recipient of the award in the Social Care
category is Michelle Coe. Michelle was presented with
the ‘Social Care Ireland Award for Academic Excellence’.
Michelle is Head of Unit with St Christopher’s Service,
Longford. ‘I am speechless. To graduate with a Social
Studies degree is so important, and now to win the award
for academic achievement is just the icing on the cake. It
has been such a worthwhile and rewarding journey for me
both professionally and personally. The course has certainly
helped me to make a bigger difference in the lives of people
with disabilities. I am over the moon,’ remarked Michelle
upon receiving the award.
This year’s recipient of the award in the Management
category is Aoife Moran. Aoife is a Senior Clinical
Psychologist at St Michael’s House, Ballymun, Dublin. She
was presented with ‘The Wheel Management Award for
Academic Excellence’. Aoife stated, ‘I am so delighted to have
received the award. I certainly didn’t expect it. Everyone on
the course operates to a very high standard. To be able to put
into practice each day the valuable theory we learned on the
management course, that has been the immediate reward for
me so far. Now I have another fabulous reason to look back
on my management degree achievement with such joy. My
thanks also to The Wheel for sponsoring it.’
A special category award was also delivered at this year’s
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ceremony. Hannah Devine, a Social Care Worker with the
Brothers of Charity, Co. Limerick, was the recipient of The
Gerry Clarke Award. This inaugural award, for best Reflective
Practitionership by a final year student, was presented in
honour of the Open Training College tutor, Gerry Clarke,
who passed away in June of this year. Hannah explained:
‘To be the first recipient is very special indeed. Gerry was my
tutor during Year 2 of the Social Studies (Disability) degree
course and he had a huge influence on my studies and on my
practice in the workplace. He will be sadly missed. I am very
proud to hold this award.’
Congratulations to all this year’s very worthy winners,
and to all the graduates of the Open Training College, who
continue to make a difference in the lives of people accessing
human services in Ireland.
For additional information, contact Conor Murray at
the Open Training College, Tel: 01-2988544 (cmurray@
opentrainingcollege.com)
The Open Training College is a division of St Michael’s
House established in 1992 in response to a need to provide
professional education and training programmes to staff
working in services for people with a disability. The College
has been steadily growing its courses and reputation since that
time and now are a well-respected, well-established academic
institute of excellence in their field.
The Open Training College believes in the inclusion of all
people in society. The principles of supporting empowerment,
honouring rights and working in partnership apply to all
aspects of College work.

To comment on this article email: editor@frontline-ireland.net
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CONFERENCE
REPORTS

NATIONAL ADVOCACY SERVICE CONFERENCE

MY LIFE, MY SAY, MY WAY

Máiríde Woods summarises the speeches at the first National Advocacy Service Conference
THE NATIONAL ADVOCACY SERVICE
(NAS) held its first conference My life,
my say, my way, in Dublin Castle on 9
September 2013. NAS was set up to provide
an independent, confidential service to the
person with disabilities and it is funded and
supported by the Citizens Information Board.
It operates through five regions, each with a
manager and a team of advocates. Its aims are
to keep the person at the centre of services
and to enable people to follow their own
wishes wherever possible.
The Minister for Social Protection, Joan
Burton, opened the conference, noting NAS’s
key role in empowering people with disabilities
to speak for themselves. Both the Chair and
CEO of the Citizens Information Board,
Sylda Langford and Tony McQuinn, spoke
of the work undertaken to date. Ben North
and Andrea Reynolds (manager and senior
Pictured at the NAS conference were from left: Louise Haughney, Expert by
advocate) set out their principles and work
Experience, Tony McQuinn, CEO CIB, Jane Fennessy, Expert by Experience, Minister
practices. Given the level of need in many
for Social Protection, Joan Burton T.D. and Mary Sullivan, Expert by Experience.
disability areas, it is important for NAS to be
clear about its purpose so that it sticks to its main role.
But the stars of the show were the people with disabilities
Terry Donoghue from Cheshire gave an honest response
who told their own idiosyncratic stories of engagement
to advocacy, as a service-provider. He welcomed the shift
with NAS. This was the My way, my say piece par excellence.
towards participation and a fairer balance of power between
Louise Haughney described the support she had got from her
person and service. The arrival of advocacy is mainly a
advocate in her dealings with a hospital complaint following
development opportunity for a service-provider—nudging
a failed procedure. This resulted in the hospital setting up
them towards greater openness about control structures, and
a personalised plan for her for any future visits, along with
from defensiveness to growth. The main difficulties arise over
increased care hours from the HSE.
misinterpretation of roles, overcoming the poverty of many
Jane Fennessy characterised herself as ‘well able to
people’s lives and accepting the need for sometimes messy
advocate in letters and phone calls’, but after a breakdown in
changes within the service.
communication with her service, she realised that at crucial
Sally Warren from the Paradigm organisation in the UK was
meetings she needed support from someone who accepted
the keynote speaker. Her lively presentation outlined practical
her as she was. NAS had provided that person.
ways of achieving an ordinary life. Her message was: keep it
Mary Sullivan told of her move to a place of her own and
simple and don’t over-support people—although the latter
the ups and downs along the way. Some staff supported her
seems a minor danger in the present Irish context of cutbacks!
ambitions, others were doubtful. The practical steps—like
“Bricks and mortar and lots of staff do not necessarily create a
changing service provider and organising a HSE caregood lifestyle. How we direct and mould support around the
package—were probably key. ‘I might have been able to do
person does,’ she said. A flourishing life could be built with all
this all myself,’ Mary said, ‘but I believe it would have taken
sorts of supports, some from the person’s community. Getting
years longer without the help of an advocate. .... The advocate
the trust of families was crucial—something that resonated
let me speak myself when I wanted to. …. In the beginning
with me a an former-carer. Sally saw ‘just enough support’
we worked on very minor things because I wanted to test
promptly available, as reducing intrusion in the person’s life;
them as I wasn’t sure if they would be up to the job!! This
and she challenged the notion that all people with disabilities
helped me to have trust, which is something I find difficult to
need ‘constant surveillance’. There wasn’t a word about risk
do.’ Her final definition of independent living was the most
assessment or health and safety. But then as Sally said: ‘Fresh
telling: ‘Independent living is feeling that you can be you.’
eyes and new ways of thinking are essential!’
Two short animations describing the advocate’s role and the
During the breakout sessions, burning topics like
experience of one of the users of the service were launched
individualised funding, self-advocacy and (escaping from)
at the conference. See: www.citizensinformationboard.ie/
congregated settings were discussed—as well as the duller but
news/news20130909.html?year=2013. And of course, NAS
necessary ones, such as finance and housing.
can be contacted at 076-107 3000.
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Colin Griﬃths & Carmel Doyle, The School of Nursing and Midwifery, TCD, explain the main themes and speeches
THE 14TH HEALTHCARE and Interdisciplinary Research
Conference, which took place on 6–7 November 2013,
was opened with a keynote address by Jonathan Irwin
(founder and Chief Executive Officer of the Jack and Jill
Children’s Foundation). Jonathan spoke eloquently of his
personal journey and experience following the birth of
his son Jack in 1997. Jack had severe medical problems
which required multiple supports after he was born. Such
supports did not exist at the time and Jonathan and his
wife MaryAnn, through a combination of determination
and circumstance, set up supports for their son. Jonathan
and MaryAnn were determined that nobody should
have to care for their newborn child without support,
and from this, the Jack and Jill Children’s Foundation
was established. It provides an exemplary service which
includes the financing of practical home nursing care,
home visits by liaison nurses, and an invaluable network
of support for individual families. The Jack and Jill
Children’s Foundation has helped over 1600 families since
its establishment 15 years ago.
The presentations for the intellectual disability strand of
the conference were many and varied. Lynne Marsh, from
University College Cork, presented a view of how fathers
feel when they learn that their child has a diagnosis of
intellectual disability; this moving presentation offered a
cogent insight into a previously neglected area of research.
Bernadette Flood, a pharmacist in the Daughters of Charity
Services, spoke with passion on the experiences of people
with an intellectual disability as ‘experts’ in the medication
use process. Several presentations were derived from the
Intellectual Disability Supplement to The Irish Longitudinal
Ageing Study [TILDA]. Professor Mary McCarron gave

an overview of the study; this was followed by Eilish
Burke who spoke of how she was developing a picture of
the bone health of adults with an ID in Ireland. Eimer
McGlinchey then looked at issues around employment for
adults with an intellectual disability.
The theme of men’s health and men’s issues relating
to intellectual disability was reported on by Michael
McKeon. He described a very interesting study in which
he examined activity levels of men with an intellectual
disability, both by interviewing them and by measuring
their activity levels. On a similar topic, Kathleen Fisher
presented an interesting piece on the use of health records
as a source of data for characterising unhealthy weight
in community-dwelling adults with intellectual disability
in the US. Finally, Darren McCausland looked at how
an action research approach was used to implement
person-centred planning in a large service in Leinster.
He described how inquiry groups were set up in five
different residential units in the service and the positive
impact that the meetings of service users, staff and family
members had on the lives of service users, and on the
way that the staff worked. Over 100 meetings were held
over a ten-month period and Darren concluded that the
person-centred planning process enabled the participants
to consider attaining hitherto unachievable possibilities in
their lives. He proposed that PCP can be seen as potentially
opening up new options for people with intellectual
disability.
With a variety of presenters, both national and
international, the wealth of research knowledge being
developed in the field of intellectual disabilities was
evident.

COMMENTS ON THE ANNOUNCEMENT OF THE
COMMENCEMENT OF REGISTRATION AND INSPECTION OF
RESIDENTIAL SERVICE FOR CHILDREN AND ADULTS WITH
DISABILITIES

AT LAST WE HAVE HIQA Standards in place, as from 4 November 2013. Minister for State Kathleen Lynch announced a
new era for people with disabilities living in residential services. It has been a long battle for at an annual cost of 3million euro (half of which will be raised by inspection fees).
The standards will help to ensure that people in residential care will enjoy a good quality of life and, most
importantly, feel safe in what they know as their homes. What is needed now is to make sure that parents, family
members and people with disabilities receive the necessary information on how to complain if their needs are not being
met.
I would like to thank Minister of State Kathleen Lynch and Minister James O’Reilly for their commitment in getting
the HIQA Standards in place.
Jean Spain, Director of Frontline
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REPORTS
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Mitchel Fleming, St Paul’s Service, rounds up The Talbot Group’s inaugural conference on current evidence-based
best practice approaches to supporting adults with intellectual disabilities.
THE TALBOT GROUP, in association with the British
Institute of Learning Disability (BILD), organised a
symposium and conference on supporting people with
intellectual disabilities (ID) and challenging behaviour, in
the City North Hotel, Dublin, on 27-28 November 2013. Dr
Tony Woods, CEO of the Talbot Group, and Ann Chivers,
CEO of BILD, welcomed participants to the two-day event.
Dr Woods said that the Talbot Group were delighted to
host this, their inaugural conference on current evidencebased best practice approaches to supporting adults with
intellectual disabilities. Topics covered during the two days
included: trauma-informed care, positive behaviour support
(PBS) and working with bereavement.
Dr Edwin Jones, who is based in Cardiff, gave an
excellent overview of the model of PBS used by his team
to support people with ID and challenging behaviour. He
explained that PBS arose out of concerns with traditional
models of service delivery. PBS, on the other hand, has a
clear value based and utilises behavioural approaches to
enhance service users’ quality of life. It does this by treating
people with respect and providing them with opportunities
to develop and maintain relationships, make choices,
participate in the community, and engage in meaningful
activities. Edwin emphasised the importance of practice
leadership, effective staff training and regular monitoring
and evaluation of PBS plans.
Dr Brodie Paterson, University of Stirling, Scotland, gave
an insightful presentation on trauma-informed care. He
noted that many service users have experienced trauma in
the form of physical and emotional abuse, severe neglect,
repeated abandonment, sudden separation and loss, and
exposure to violence. Staff who support people with
challenging behaviour can also experience trauma in the
form of disrespect, anger and physical attacks by clients.
These events produce strong emotions that need to be
understood and carefully managed or they will have an
adverse effect on people lives and the quality of service
delivered. Brodie emphasised the importance of values such
as open communication, non-violence, democracy, social
responsibility, emotional intelligence and social learning
for services that support people with ID and challenging
behaviour. He also advocated the use of creative activities,
safe touch, specialist therapies, mindfulness and the
promotion of secure attachments as a way of promoting
recovery from trauma.
Dr Philip Dodd from St Michael’s House Services spoke
about complicated grief among people with ID. Philip
distinguished between normal grief that occurs following
the death of a close family member and complicated grief.
In the latter, the person displays a persistent yearning for or
preoccupation with the deceased and shows intense sorrow
and emotional pain. This can be characterised by a sense
of numbness, emptiness, anger, bitterness, purposelessness
and disbelief, for more than six months or a year after
10

the death. Findings from research show that people with
ID do grieve, have some understanding of death, display
a variety and range of reactions, and can experience
significant ‘separation anxiety’. Promising treatments for
complicated grief include pre-loss preparation for the death
and aftercare for the survivors, talk therapies such as CBT
and brief integrated psychodynamic psychotherapy, and
medication.
Prof Richard Hastings from Bangor University, Wales,
gave a very worthwhile presentation and workshop on
mindfulness and the evidence for this approach for people
with challenging behaviour and their carers. Mindfulness
is an approach that is best experienced, but it can be
defined as ‘being fully present in the here and now’ or
‘the awareness and non-judgmental acceptance by a
clear, calm mind of one’s moment-to-moment experience
without either pursuing the experience or pushing it
away’. The ‘soles of the feet’ approach to mindfulness has
been effectively adapted for people with a moderate ID
and higher cognitive ability, and ASD. Emerging findings
show that mindfulness exercises are effective in reducing
aggressive behaviour in people with ID and autism,
reducing inappropriate sexual arousal, and managing
anxiety in people with ASD. Courses and training in
mindfulness for parents and staff have been linked with
reductions in self-reported stress, anxiety, depression
and negative affect, improvements in self-compassion,
reduced challenging behaviours and more observed signs
of happiness and social skills in the children and adults of
carers who were trained.
Dr Brian McClean, who works with Acquired Brain
Injury Ireland, gave two excellent presentations on the
use of PBS for individuals with significant challenging
behaviours, mental health problems and ID. He emphasised
the importance of loving relationships, emotional warmth,
privacy, personal control, a real sense of belonging, selfworth and home, as well as employment, community
inclusion and participation. In his workshop, Brian
described a behaviour support plan that he developed
for a man who exhibited extreme levels of disturbed
behaviour while living in a number of large residential
institutions. The PBS plan had five themes: a low arousal
environment, rapport building, visual scheduling, effective
communication supports and differential reinforcement.
It resulted in the individual acquiring a home of his own
and engaging in meaningful employment that reflected his
interests and talents.
In conclusion, the Talbot Group and BILD are to be
congratulated for organising an excellent, well-attended
and timely conference on ‘Supporting people through
challenges’. This conference certainly provided staff and
carers with up-to-date knowledge on evidence-based best
practice approaches for supporting people with behaviours
that challenge.
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OVERCOMING CHALLENGES IN DENTAL CARE
Darshini Ramasubbu on how important it is to make dental visits as easy as possible
DENTAL CARE CAN be challenging for anyone, with phobia of
visits to the dentist being very common and understandably so—
dental surgeries can be intimidating places, with unfamiliar people,
noises and equipment. For those with intellectual disability, it is
important to make dental visits as easy as possible so that phobia
or fear does not develop.
First dental visits and experiences are crucial—initial impressions
can leave a lasting impact and it is important to remember this.
Ideally a first dental appointment should be an examination where
the patient is pain-free and simply have their mouths and teeth
looked at by the dentist. Unfortunately, for many patients their
first visit to the dentist may be as an emergency patient, if they
have a toothache. This immediately causes them to associate the
dentist with an unpleasant sensation (pain) and if they have to
have a large filling or a tooth extracted, it can leave a traumatic
impression of the dental profession with the patient.
A regular routine of dental examination should therefore be
established from a young age. This helps the patient to become
used to a dental surgery incrementally if necessary—initially
perhaps visiting the room and meeting the dentist and nurse,
progressing eventually to lying back in the dental chair and
allowing instruments such as the mirror to be placed in the mouth.
A routine is important—familiar staff greeting the patient on
arrival, a consistent and familiar chain of events that the patient
can learn to cooperate with it.
When making initial or any dental appointment, for a patient
with intellectual disability or otherwise, it is good to phone the
clinic before the appointment to discuss any specific needs or
to make the staff aware of things that can be done to make

the appointment easier. Some people get intimidated by a
noisy, full waiting room or become nervous waiting for their
appointment, so it is best in these circumstances to arrange
for the first appointment of the day. An empty room could be
requested to wait in if necessary. Others may not like lying fully
reclined in the chair, they may have a complicated medical history,
require wheelchair access or prefer natural light as opposed to
the bright chair light—a lot of such preferences or needs can be
accommodated. Phoning ahead can give the staff time to prepare,
which can lead to a happier patient and a better overall experience
of a dental visit.
Phoning ahead can also make staff aware of the individual
needs of the patient and their level of intellectual disability. This is
important in terms of everything from greeting the patient, to the
level of treatment that can be provided. Whilst the dental staff can
make an assessment of the patient from the visit, parents, relatives
and carers all have much greater knowledge of the level of
understanding of the patient, and their capabilities and limitations
in terms of accepting treatment. Preparation of the patient prior
to the appointment—explaining what the visit with entail, from
arrival to finish, can reduce fear and enable the patient to cope
better with a dental visit. Explanation of the room, the different
sensations and practising lying back to be examined can all make a
subsequent visit run more smoothly.
For some patients, a dental examination can be very difficult
to cope with—and if the patient is in pain, maybe even more so.
Options of specialist referral, sedation and general anaesthetic may
all need to be considered. As with all patients, the priority lies with
what is in their best interests.

PREVENTION IS THE BEST MEDICINE
Dr B Ramasubbu, Children’s University Hospital, Temple Street, says that the flu vaccine should be taken by those
with an intellectual disability this winter.
THE FLU CAN make us miserable. Fevers, cough, congestion and
fatigue make even the nicest winter morning seem dark and gloomy.
Muscle aches, joint pains and a splitting headache can leave us
trapped in the house and stuck in bed. A terrible way to spend the
winter months, especially with Christmas around the corner! The flu
is caused by a virus (‘Influenza Virus’) that peaks in a seasonal pattern
during the winter months and spreads from person to person
through sneezing, coughing or touching contaminated surfaces.
Unfortunately, people with intellectual disabilities (ID) are more
likely to become very sick if they get the flu and they have a higher
risk of developing flu-related complications. Moreover, those with
medical conditions underlying their ID, such as cerebral palsy, Down
Syndrome and metabolic disorders, again have an increased risk of
hospitalisation and life-threatening complications. With this in mind,
prevention is the best medicine.
The best way to prevent the flu is to get the flu vaccine every year.
Television advertises, ‘Get the vaccine, not the flu’, yet uptake is still
relatively low in certain risk groups. In Ireland during the 2008/09
flu season, vaccine uptake in Ireland for the over-65 age group was
brilliant (70.1%). However, a study in 2005/06 estimated that of
those aged 18-64 years and eligible for vaccination (due to comorbidities such as ID), there was an uptake of only 28%. Worse
FRONTLINE Winter 2013

again, studies from around the world have shown that there is an
influenza vaccine uptake of only 20-25% for those with intellectual
disability.
In certain groups, the vaccine can prevent illness in 70-90%, and
reduce severe illness and complications by up to 60%. Considering
this, we must strive to improve vaccine uptake for individuals with ID
this winter. It is also vitally important that we, as parents, carers and
staff working alongside people with ID, have the vaccination as well
to prevent infection and transmission of the virus during the 2013/14
flu season.
Apart from the vaccine, there are other simple ways to decrease
the spread of the flu virus. Sneezing into a tissue rather than the
hands, not touching eyes, nose and mouth, and frequent hand
washing (with soap) improve personal health and hygiene. Also,
by avoiding close contact with those who already have the flu and
staying at home if one is sick can help stop the spread of the virus.
Influenza is a potentially very serious illness, yet unlike many
others, it can be prevented! Immunisations are aimed at highrisk groups where outcomes and complications can be severe.
Intellectual disability falls into one of these high-risk groups—so
ensure that your loved ones (and yourselves) get the vaccine this
winter.

To comment on these articles email: editor@frontline-ireland.net
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GET A LIFE
Kathy O’Grady & Donal Fitzsimons on the attempts to move intellectual disability service provision from large
institutions to smaller group homes.
THERE HAS BEEN a dramatic change in what services
for people with intellectual disability look like in an Irish
context. In the Irish Midlands, since 2000, a transfer
programme has attempted to vigorously improve people’s
lives through the closure of large congregated institutions.
The objective was to get people with intellectual disability
out of hospital settings and into community-based homes
where smaller groups of people with intellectual would
co-reside. People’s lives improved because they had the
benefit of enhanced privacy—their own bedrooms, rather
than dormitories, they no longer had to use communal
bathrooms and they had home-cooked meals in less
stressful living environments. Although this may seem
basic and self-evident, the previous reality still continues
for the 4000 people in Ireland and around the world who
still live in hospital settings.
Many people who moved to community-based residences
continue to avail of day attendance at segregated facilities
for people with intellectual disability. The assumption
was that actually moving people into houses was an end
in itself—with an almost magical allure that living in a
nice house in the community with people with similar
needs, where needs were being met, equated to having
a life. The normalisation movement in the 1960s, social
role valorisation (SRV) theory in the 1970s, and the
introduction of person-centred planning (PCP) in the 1980s
were attempts to convince service providers that people
with intellectual disability wanted and needed more in
their life than being minded and kept safe in comfortable
aesthetically-pleasing buildings.
The deeper philosophical constructs of normalisation
were missed, as long as there was an assumption that if
people’s lives looked normal from the outside, that meant
that they had fulfilling lives. While SRV was a popular
concept, it was seen more as a luxury than a necessity
in the life of the person with intellectual disability. We
struggle to find examples of the SRV theory translated
into practice. PCP has been a further attempt to improve
people’s lives through discovering their true essence; it
should ensure that the person with intellectual disability
has opportunities to experience the unique things that give
their live particular definition. The fact remains, however,
that many PCPs are carefully crafted lists of activities that
are circumscribed by the items on the service menu, but
that do not grasp the essential person-ness of PCP. Many
PCPs fall into the trap of asking for more of what is already
offered in ‘special land’. The correct vision for people must
be based on their universal human needs that are common
to all of us and are not based on their ‘special’ needs, but
on their ‘ordinary’ needs.
The closure of institutions in the Midlands and the
opening of community group homes is only one step in the
right direction. In reality, the group homes remain service
settings. The first assumption was that a community house
would be a ‘home for life’. But as people’s support needs
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change, they may be at risk of being moved to different
settings. This can be also as a result of service needs.
Some individuals who have moved from an institutional
setting have improved their skills, and they are now
over-supported in staffed houses. Staff are busy in home
craft and do not always give the person with intellectual
disability the opportunity to participate in personal
activities, such as cooking and laundry. Opportunities to
embrace person-centred active supports are not seen as a
priority; it is often easier to do ‘for’ rather than ‘with’ the
person with intellectual disability.
Contact with families; whether in the context of PCP
meetings or informal reviews, can reveal the overriding
theme of gratitude for what the service provides for
their family member. There may be trepidation around
expressing concerns or voicing complaints. And they may
have a fear of being asked to do more with their family
member. The question that has to be asked for each person
is: ‘is there a better way to support the person to get a life?’
Families are becoming more aware of more individualised
approaches to meeting the support needs of the person
with intellectual disability, but they are at the same time
cautious and do not want to ‘rock the boat’. The danger in
this is that the group home model serves to set limits on
the ordinary life opportunities that the individual could
have outside of a service setting. The following case study
illustrates this.

Vignette 1

Andrew is a 29-year-old man who attended a special
residential school for children with autism. He is the
eldest of a large farming family. Many of his brothers
and sisters reside in and around the family home. When
he finished his education the only option available to
him was to go into a large congregate setting where he
remained a resident for over 10 years. Now Andrew has
been moved to a community residence with five other
people six miles from a town and 20 miles from his home.
While every effort is made to ensure that his care needs are
met, Andrew is a hostage to transport because he lives far
from amenities and has limited access to the community.
When his family are asked about his life, they state they
are ‘grateful’ for what he has as it is much better than
the institution from which he was moved. Their modest
hope for their son would be that he would live in his own
house with supports near their home so he could be more
involved in his family life. They recognise and embrace
his role as their loving son and brother and his need to be
involved in his community.
In this case we have a clear direction from the family as
to what an ideal life would look like for Andrew. It is fair
to say that Andrew’s vision would concur with the family’s
vision; Andrew loves going home, he counts the days from
one visit to the next and most of his conversation is about
his family and farming. When services listen to families
FRONTLINE Winter 2013
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Get a Life
An approach in service delivery from a model of being cared for to transforming supports
and enabling the person with intellectual disability to ‘get a life’.

A Move from the Care Model
■ The service knowing what is best for the
person.

person.
■ Life enhancing activities.

inflexible care.
■ Repetitive activities that are not fulfilling.
■ Confined to special activities and special

■ Doing ordinary things in the broader community
with friends and neighbours.
■ Individualised to the unique goals of the person.

venues.
■ Service driven disability group activities.
■ Block funding that entraps and perpetuates the
care model.
■ Being grateful for the service
■ People being over supported in a ‘one size fits
all’ approach.

■ Individualised funding that goes with the
person.
■ That it is ‘ok to dream and wish for something
better’.
■ Person centred supports that are responsive to
individual need.
■ Towards engaging in ‘Circles of support’.

■ Families being managed.

■ Encourage socially valued roles and full

■ Image of the person based on the disability.
and to the person with intellectual disability, and if they
hear what they are saying, then enacting the vision should
not be that difficult, because there is an agreed and shared
goal. However, with the emphasis on Andrew’s custodial
care, the drive for this change can be derailed, the status
quo is maintained, and the model of the group home life
prevails.

Patrick is a 20-year-old man challenged by the effects of
foetal alcohol syndrome (which results in poor impulse
control). As a child he was taken into care, with frequent
moves, and lapses in his education. As an adolescent he
was removed from a foster care arrangement and resided
in a group facility for children with intellectual disability.
In an effort to move him from congregate settings, Patrick
was supported to have his own living arrangement. Patrick
is now a tenant in an apartment where he resides on his
own, supported by one-to-one staff during the day. At
night time assistive technology is used to minimise risk. In
reality, Patrick remains very isolated from the mainstream
of society.
The problem is that Patrick is not in control of his life;
he is subject to the staff interpretation of an individualised
service, which is limited by their assumption that his
life is good because he has a one-to-one staff presence.
A lot of his engagement is with paid support staff, with
the emphasis on protecting him and restricting him to
activities such as sanding wood. The reality for Patrick is
that the diagnosis of foetal alcohol syndrome defines him
and restricts his opportunities. There is a distinct lack of
FRONTLINE Winter 2013

■ Listening to the person.
■ Crafting supports aimed at empowering the

■ The service offering a traditional menu of

Vignette 2

To a Life Enhancing Model

expression of citizenship.
socially valued roles and many missed opportunities for
contributing to his community.

In summary

Despite service provision moving from large institutions to
smaller group homes, or to one-to-one service provision,
there is still a danger that the sole reliance on paid staff places
individuals in a vulnerable position. There is a danger of not
listening to the visions articulated by families and ignoring
the voice of the individual with intellectual disability—
circumventing the individual’s desire to get a life. As we reconsider our services, we have to pay much more attention to
what the individual’s life would look like if they did not have
an intellectual disability—and support them to achieve that. We
need to inspire and empower families that ‘it is OK to dream’ and
that service providers are ready to listen and to embrace change,
with the ultimate aim of supporting the person with intellectual
disability to ‘get a life’.
The challenges ahead are not easy and there are many
obstacles that go with dismantling expensive, ineffective,
inefficient and traditional services. It is difficult to configure
how to disentangle and realign resources as we move from block
funding of existing services to individualised funding—which
is not in itself a guarantee that it will result in the person with
intellectual disability ‘getting a life’. The vision for the person
has to be based on the universal human needs—not their
special care needs in the context of special services—rather, on
the ordinary ways we can support them to ‘get a life’. The
litmus test is whether we can look at their lives, replacing
regret with a feeling of joy and satisfaction that, YES, they
did ‘get a life’.
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Alison Harnett on new initiatives to provide individual supports for people with disabilities.
What is the Next Steps Project?

The Next Steps Project is a community of learning facilitating the
movement to a more individual approach to supporting people.
It is working with people themselves, their families and service
providers to support people with intellectual disabilities in Ireland
to achieve greater independence and full active citizenship.
Twenty-three member organisations of the National Federation
of Voluntary Bodies Providing Services to People with Intellectual
Disabilities are currently engaged in the Next Steps Project. The
project is focused on implementing initiatives to progress the
change towards more individualised supports, providing better
outcomes for the funding invested in disability services. The
participating organisations come from all four HSE regions in the
country; provide services to over 12,000 people with intellectual
disabilities and have approximately 8000 staff members.
The organisations involved in the Next Steps Project have
created a Community of Learning. In order to move forward
with real change on the ground we have adopted a casestudy approach for the Next Steps Project. Each organisation is
progressing one or more case studies that are working on the
ground with people; their families; and staff members, to move
towards more individual supports. The aim of using this method
is to capture changes in the way we deliver supports through
changes in the participating organisations and in individuals’ lives.
This provides opportunities for shared learning through action.
The captured information reflects the diversity of the organisations
involved, the themes of the various cases (e.g. moving into
independent living or forging meaningful connections in
community life), and the diverse experiences of the different
stakeholders involved.
These are not time-limited pilot projects—rather they highlight
new ways to provide supports focused on individuals. Information
is gathered by the case studies every two months and shared
amongst the community. Supports are identified and challenges
are highlighted. As a group, the Next Steps Project then works
proactively to identify solutions to the challenges presented.

How the Next Steps Project works

A Steering Committee (with members from the HSE, the
Department of Health, NDA, people using services, families,
staff and service provider organisations) guides the work
of the project, and representatives from each participating
organisation, together with representatives who use services,
meets every two months. In all of our activities a key value is the
participation of people in the decisions that affect their lives.

The context for the Next Steps Project

The move towards individualised supports is fully in line with
current national disability policies and strategies, including the
Value for Money and Policy Review of Disability Services; Time to
Move on from Congregated Settings, the New Directions Review
of Adult Day Services and the National Housing Strategy for
People with a Disability 2011-2016. A short summary of the
goals of each of these policies is provided on the Next Steps
project website at http://www.fedvol.ie/Next_Steps_Project/
Default.1644.html. When developing the work that takes
place in the case studies, the participants explicitly link to the
14

goals of the above policies and detail how they will meet
them as they progress. All of these policies, along with the UN
Convention on the Rights of People with Disabilities point to the
need for a fundamental reshaping of service provision towards
individualised supports.
At the same time, services are experiencing significant funding
challenges that require innovative and creative solutions in order
to provide supports in new ways that enhance quality whilst
meeting with funding requirements. The increased focus on
the implementation of the Value for Money and Disability Policy
Review and the recent introduction of the HIQA inspections of
disability services are other key elements shaping the context in
which this work takes place.
The move towards individual supports provides exciting
opportunities for people with disabilities, their families and the
organisations and staff who support them. Significant change
also brings challenges, and meeting these challenges requires
capacity building and strengthened cohesion amongst our
membership at national, regional and local levels. The activities
of the National Federation of Voluntary Bodies are focused
on meeting these challenges. Our main priority is to provide
support and leadership to our members in the management and
delivery of change.
The Next Steps Project is one of the key responses
developed by the National Federation of Voluntary Bodies
in providing leadership and innovation to meet with the
challenges in achieving the new vision, along with initiatives
from the Immersion Project and the Enabling Excellence training
programme. Driven by the pursuit of better life outcomes for
supported individuals and the requirements of government
policy in Ireland, many organisations have been actively
seeking to enhance the capacity of their personnel to promote
high-quality individualised supports. Particular interest has
been focused on harnessing the potential of methods derived
from the ‘Social Role Valorisation’ (SRV) approach of Wolf
Wolfensberger to help individuals to achieve ‘Supported SelfDirected Living’ (SSDL).
Since 2011, Genio has worked with Hope Leet Dittmeier, a
leading international SRV practitioner, to develop quality training
in this area. The Genio Endeavour for Excellence programme
is now a recognised benchmark for practice development in
Ireland. In April 2013, Hope joined other international and
national experts in the Immersion Transformation conference
that was organised by the National Federation of Voluntary
Bodies with Genio’s support. This conference proved highly
transformational for many of those involved and it led to a
significant increase in the demand for training. Genio and the
National Federation have worked together to make training
more widely available. The result of this collaboration is the
‘Enabling Excellence’ training programme which incorporates
many of the key elements of ‘Endeavour for Excellence’.
The training will be conducted in Dublin and Limerick from
November 2013 to July 2014.

What is being achieved through the Next Steps Process?
Through a significant consultation process at the beginning of
the project we agreed a vision for ‘individualised supports for an
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ordinary life’, based on the definition of individualised supports in
the Disability Policy Review (2011):
■ Determined by the person (in collaboration with their family/
advocate as required and in consultation with an independent
assessor) not the service provider or other ‘experts’;
■ Directed by the person (with their family/advocate as
required);
■ Provided on a one-to-one basis to the person and not in
group settings (unless that is the specific choice of the
person and a ‘natural’ group activity, such as a team sport);
■ Flexible and responsive, adapting to the person’s changing
needs and wishes;
■ Encompassing a wide range of sources and types of support
so that very specific needs and wishes can be met;
■ Not limited by what a single service provider can provide;
■ Having a high degree of specificity. Provision that is
expressed in terms of residential, day or respite does not
capture the specific nature of an individual’s support needs.
During the consultation process we identified seven key areas
necessary to progress the movement towards individualised
supports:
■ Staff and management development
■ Sharing evidence of change in people’s lives
■ User involvement in decision making and advocacy
■ Engagement in partnership and HR issues
■ Reconfiguration of services and individualised budgets
■ Family leadership and involvement
■ Mainstream and community involvement.

What has been achieved so far?

The types of change involved range from individuals moving
from group settings into homes of their choosing in community
settings, to the establishment of new kinds of individualised day
supports, and specific initiatives for supporting individuals to be
involved in the recruitment of staff. At each meeting we have
listened to individuals and they have shared this in detail, with
participants having an opportunity to hear how changes are
happening on the ground, discuss what is working and problemsolve together on any further challenges. We identify particular
issues that may be relevant across the organisations, and where
necessary have raised issues that require a national response
with bodies such as with the HSE, Department of Health, the
Department of Environment or the Housing Agency.
There have already been some significant outcomes from the
Next Steps Project:
■ Individuals have moved out of congregated settings and
group homes into individual residential supports in the
community. Where this has happened the changes have been
fundamental in people’s lives, building capacity; providing
real choice and self-determination.
■ Confidence and independence of people who are accessing
individual supports have hugely improved and increased.
■ People have developed new skills that support independent
living and community participation.
■ People have more visits from friends and family as they live
more independently and have their own space—family
connections are being rebuilt.
■ People using services have become involved in the staff
interviewing process.
■ There have been increased opportunities for community
participation.
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■ Overnight staff are no longer needed in some of the case
studies, with alarms provided for back-up support.
■ Individuals have taken their first trips abroad.
■ Bank accounts have been successfully set up, following the
navigation of complex and challenging processes.
■ New day supports have been designed, focused on the
interests of individuals and using the existing community
activities and supports available locally, rather than being
provided directly by the organisation – staff roles have
adapted to community mapping and linking.
■ Community spaces are being used rather than a centrebased day services; people have the opportunity to stay
in their local community rather than travelling by bus to a
centre.
■ Staff members have welcomed working in new
individualised roles
■ We have developed an online Assistive Technology hub
bringing together information on available technologies
that can support the movement to independent living
and can provide safeguards, peace of mind, and a lever
for change. The password-protected online forum also
allows members to share information, ask questions of their
peers and build on the community of learning. We have
gathered information from Assistive Technology suppliers
and facilitated visits to a demonstration house with assistive
technology.
■ We have had significant interaction with the Housing Agency
in relation to the implementation of the Housing Strategy for
People with a Disability 2011-2016. Individuals supported by
the case studies are working directly with the support of the
Housing Agency as the process for housing assessments is
piloted.
■ We have supported the provision of easy-to-read information,
including working with the Department of the Environment
and Inclusion Ireland to create an easy-to-read version of the
Housing Strategy for People with a Disability 2011-2016.
■ We have a focus on family engagement and the
empowerment of families throughout the move to
individualised supports. A repository of family stories is being
developed that demonstrate the challenges that have been
overcome.

Some plans for the future

We will be continuing our work in 2014 with the Next Steps
participants. Some of the participating organisations have begun
organisation-wide changes based on their learning from on
the project. A dissemination event of the learning from 2012
on the Next Steps Project was held in January 2013, attended
by over 200 delegates—self-advocates, family members, staff,
government departments and the HSE. Minister Kathleen Lynch
attended the event and indicated her support for the work being
undertaken. A similar event will take place in early 2014. Details
will be posted on the National Federation of Voluntary Bodies
website at www.fedvol.ie.
Alison Harnett (alison.harnett@fedvol.ie) has worked
with the National Federation of Voluntary Bodies
since 2004. She is currently the project coordinator
for the Next Steps and Informing Families projects.
Alison qualified with a B.Sc in Communications from Dublin
Institute of Technology and is currently studying for a PhD by
research at the School of Psychology in University College Dublin.
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REFLECTIONS
Stephen Kealy recently interviewed two women who, with their husbands, have raised children with mild intellectual
disabilities. Both the ‘children’ are now adults, in their thirties. The man lives independently, near his parents’
home; the woman continues to live with her parents. Both have held part-time jobs for several years, and they receive
back-up support from intellectual disability services—one provides a day service and the other provides independent
living support and a job coach.
At the time of hearing the news that your child had a
disability. Did you have an understanding of the lifelong
commitment that was in front of you?

Sisters and brothers often identify the demands that
their disabled brother or sister has made on them, but
have there been some positive contributions?

Not at all. J. progressed normally until she was very ill at
the age of 4. We were very worried whether she would
survive and get better, but it never occurred to us then that
she might have a need for a disability service. I don’t think
anyone thinks about the long-term at a time like that. We
just dealt with the news as we received it. It took a long
time to come to terms with the disability, once we became
aware of the fact. And then it took much longer to find an
appropriate service. She started in normal school.

J has just one sibling, and she is very conscious of her
role, and sometimes worried for the future, when it will
be down to her to look after her sister. In some ways she
had put her life on hold, despite proceeding in her own
career. The positive contribution is that they are great
friends—they go everywhere together, when time permits.
When they were younger there may have been a bit of
understandable jealousy because of the extra attention J
received from us.

It became evident that C had a developmental delay from
the time he was about a year old—but there wasn’t a specific
diagnosis. I suppose we had a couple years to come to terms
with the idea. In fact, I approached Namhi (as it then was)
for information—if I remember correctly, at that time you
needed to be recommended by someone in order to become an
individual member! I think the health clinic liaised with an ID
service in our area, and a social worker called to us to introduce
their services when C was three. So our understanding of the
extent of C’s disability came gradually, and we did receive
support from the ID service, once he attended, about a year
later.

I think overall C’s siblings reacted very well to the fact of
C’s disability—perhaps it was helpful that they were already
involved with their own friends and pastimes. I think maybe
they did, maybe unconsciously, know we had enough on our
plate and tried not to bother us with some of their concerns.
They both acknowledge that they developed valuable insights
by living with someone with a disability, and that may also
have been a factor in one of them choosing a caring profession.

In trying to achieve a ‘normal life’, what were the
biggest challenges?
Life was ‘normal’ for a while when J. began school, but
we soon realised that she wasn’t coping in the national
school, and a psychologist said we should find a special
school. A special class was all that was offered in the first
instance, and that was a very trying time; it didn’t really
work out. There was a long waiting list for a special school
in our area, so she only got in there when she was 8. And
then she was able to blossom, thankfully. During the time
J was in school, we lived as normally as we could, as much
as possible.

We had to fight for a place in a special school for J, via
a local politician. That was good, then, but the same
problem arose after school—when again no appropriate
service was available for some time. After a battle she
got three years’ ESF funding in a service, but when
that finished, we learned we were not in the correct
catchment area, and J. sat at home for a year. Eventually
we found a day service that, thankfully, has continued
to work out quite well for her, although there are always
financial constraints, and there is often no well-designed
programme for people with mild disabilities. On the
whole, the people who have dealt with her have been fine,
even when there are lacks in the service design.

C. also spent an unhappy and unsuccessful year in a special
class in a national school. But from 6-16 he was in a special
school. Although probably not ‘stretched’ as much as he could
have been, he was happy there and the experience was very
largely positive. Perhaps because C is the youngest of our
children, our family life was not affected hugely, although
there were some psychological and behavioural issues, and we
spent several years. Fortunately, C had no major health issues,
although he needed private speech therapy for some years.

I’ve enjoyed quite a good relationship with the organisations
who have provided services for C. Of course not every
professional is proficient and 100% dedicated, but very few
of them have failed him. I quite naturally got involved in
parent organisations along the way, which may have made
it a bit easier to talk with service staff. Because I’m aware of
the financial limitations of the services, and the greater needs
of many other service users within the organisation, perhaps
I haven’t been as strong a personal advocate for C as I might
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Over the years what has influenced your approach to
the help from ‘professionals’ associated with service
providers?
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have been. We only sought major changes in his services on two
occasions, I think.
Looking back, do you think the disability payment made to
young adults before the completion of their education is a
good thing?
While the Disability Allowance (DA) was very welcome,
and J was able to use it herself, from the time she began to
receive it, I don’t think she really had a need for it herself
until she left school. I think it should only be given at 18.
The Children’s Allowance and the Domiciliary Allowance
should be continued until the child with a disability
reaches 18—and then they should receive the Disability
allowance for themselves.
I am not in favour of the DA being provided to under-18s—it
is an adult allowance. I understand that no family wants a
reduction in disability funding, but it’s important that the DA
should be provided to the person with the disability, not for
his/her family.

life for her. I think it is harder for girls too—because she
isn’t as able to make casual acquaintances when she is out.
Her work colleagues have been very good and include her
in several things, but staff members change often and the
younger ones don’t know her very well. She loses patience
when people drink at parties. She has dated sometimes, but
finds it hard to keep friends and personal relationships.
This is a very big issue for adults with disabilities, and I’m
afraid I’ve no advice to offer! Several people in C’s community
have been very supportive and have great time for him. But it is
very much on his terms, because he doesn’t understand the give
and take of real friendship.

Parents often worry about their son or daughter forming
relationships and yet it is a very normal thing for people
to do. What advice would you give to parents and carers?
J has had boyfriends, but nothing long-term. She connects
emotionally more easily with TV characters and celebrities
or pop idols. I suppose my advice would be, if your young
person forms a meaningful relationship, stand back and
support it, even though you may be nervous about it. There
are support groups, both for individuals and for families.
Ah, I’m not in a position to offer any advice on this one. C
seems to lack the emotional maturity to sustain a serious
relationship, but I think he is sometimes aware of that lack in
his life.

If you had control of the disability budget what
innovative programmes would you support?

Looking back - what supports, in an ideal world, would
have made a significant diﬀerence to those that you
have received?
I would have liked more input from psychologists, and
to be kept informed better on what they considered to be
J’s issues at each stage. That might have helped us to be
more aware of any problems before they blossomed fully.
Generally, more information about what was happens in
the day service.
More frequent feedback sessions, sharing of personal files with
the family, family therapy perhaps.

The absence of friends continues to be a recurring theme
for most people with an intellectual disability—how do
you think this gap could be bridged?
Yes, there is a major absence of friends. J. uses TV and radio
as her ‘friends’ and we largely have to organise her social
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I would like service providers to sit down with service users
and their families and work out realistic, personal, tailored
programmes, not generic, take-it-or-leave-it ones. A day
service offering an imaginative menu of what is available.
If there were individualised funding, perhaps a voucher
system might work to pay for programme elements? I
think there are several good ideas being developed by local
organisations run by parents which can show the way
ahead.
I’d like to see more openness and honesty from both
service providers and service users and their families—and
much, much more understanding from funders. I hate
to see our people being used as political fodder between
government accountants and cash-strapped ID services.
If service organisations are demonised and their budgets
choked off, they will be unable to offer (and improve)
supports for people to access, with their envisioned
individualised budgets. To make the best use of the
resources-limited disability budget, we’ve simply got to
work together.
In conclusion, the mothers I talked to wanted to
emphasise that, despite the problems they had
encountered along the way, having a family member
with a disability has enriched their lives and in many
ways it has been a positive experience for them. They
are very proud of their children’s achievements in
coping with their disability.
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Earlier this year Winnie celebrated 50 years of a very full
life. Next year, St Christopher’s, a service with a long
association with Winnie’s parents and Winnie herself,
will be celebrating 50 years of provision to families and
their children with an intellectual disability. Winnie’s
story and that of St Christopher’s go hand in hand,
as Mel, her father, has been an integral part of the
organisation since its foundation. 2014 will see five
decades of Mel’s continuous involvement.
It’s no exaggeration to say that Winnie is the sun in all
our worlds and, like the planets, we all revolve around
her. Her Mother Kathleen sadly died in 1985, at a
young age. Since then, Mel has brilliantly cared for her.
Winnie is the image of her Dad and has inherited all
his good traits and abilities, which we all smile at and
admire within the family.
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When Winnie celebrated her 50th birthday this year,
it reflected all that is wonderful in her life. Everyone
who loved her and whom she loved was there. The
celebration was organised meticulously by her proud
father.
Winnie is like a soothing balm when people are
ill—people find her presence so therapeutic. She is a
woman of few words, but she loves being involved in
activities and is an enthusiastic participant, whether in
her Sonas Unit in St Christopher’s Day Service or within
her extended family.
All our lives have been so enriched by her presence—if
only new parents could see the wonderful joy Winnie
brings to all our lives each day. The use of the word
‘disability’ does not enter into our lexicon.
Tricia Donlon
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Ann Marie O’Brien says it’s important to consult with your child when planning for their future
A FEW WEEKS ago a group of friends
were out and somebody mentioned
the 5-year plan. It brought back
memories of a few years ago. During
my days in nursing when we were
newly trained graduates, we all had
a five -year plan. Our aims included
getting experience in our relevant
fields, getting some finance together,
travelling the world and, if we met
a significant other in that time, that
was all the better. Life went on and
we went our separate ways, but we
still stayed in contact.
The travel, job security, finance
aspects all happened as did meeting
the significant other. Then, the
thoughts turned to the next
generation. The end result was to
be a healthy baby, with 2 energetic
parents to support him/her. Like most
new expectant parents, thoughts
turned to what the baby would look
like, what kind of personality they’d
have, and of course we would be
instrumental in the accommodation of all their health and
educational needs to support this new imminent arrival. To
this end the college fund was considered.
When the baby arrived, things did not go according to
that plan. Our son was born with Down Syndrome and
an abnormality of the bowel. Major surgery was necessary
within the first three weeks of his life, with further surgery
over the following 2 years. The plan of walking the baby and
endless coffee mornings while on maternity leave turned
into meetings with therapists, surgeons, public health nurses
and hospital appointments. At that time, it is fair to say
that we existed in a world surrounded by thick fog in a long
tunnel with no way out—or so it felt. One could only think
of a future of loneliness and isolation for our baby. When
asked at that time what we wanted for our son we would
have answered that we wanted him to be independent in all
activities of daily living, to have literacy and numeracy skills,
to be able to live independently and hold down a job, and to
be a service contributor and opposed to a service receiver.
Over the next 3 years the fog began to lift and the future
seemed to re-emerge in a different way. Instead of a life
changing event it now began to feel like a life altering event.
The realisation is that there is a plan which contains different
expectation than my original one.
All the major milestones were achieved, albeit he reached
the developmental milestones slightly later than the
expected age range. Now we are looking at an 11 yr old boy
who is in 4th class in mainstream school and has a full and
energetic timetable. The future now focuses on the education
element and weighing up of options, i.e. mainstream vs.
special education. What I have learnt over the last 11 years
is that I had not taken into consideration the life trajectory
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of the others in my 5-year plan. We needed
an approach based on both parties working
together who share a common goal. To advance
my son’s plan he needs to be consulted in every
part of it. He will have an education until the
age of 18yrs. Up to then there is a plan. After
that is the great unknown.

Going Forward

Research shows a fundamental change in how
services are coordinated for adults. The buyin from all stakeholders, especially the person
themselves, their family and service providers,
guides us towards a more person centred
configuration. What we as parents may realise is
that thinking outside the box is a crucial aspect
of forward planning. The services were not so
flexible in the past, with parents feeling very
vulnerable and in ways forced to accept what
was on the shelf and sometimes being defined
by altruism. The process should be an open
exercise and not be consigned to a single twohour meeting to schedule somebody’s future.
There is too much at stake. We should bear in
mind that service providers do not always get it
right and in hindsight decisions may have been made which
did not always centre on the individual, but on what suited
the overall picture such as a vacancy that may have been
available at the time.
This was then and now is now. There also is an onus on
advocates for the individual to explore and discover what
can be tailored to ensure the person is best placed to realise
a satisfying life of contentment and contribution. Family
support is paramount and the fundamentals must progress
from a tangible plan of what, when and where to focus
on questions like what will make the individual happy.
Consultation with the individual is the key approach. Future
planning should be based on capacity and ability, as opposed
to one-size-fits-all. On-going education on up-to-date research
is important for service providers and families. The challenges
are around finding resources in places we are not used to
looking. No longer can we expect that funding without
limits will be available. What we should be looking at is the
individual’s own natural circle of supports and using these as
the first port of call.
The landscape is changing and whatever the future will
hold, it needs to include connectedness for our son to his
family and friends. He needs to be content in himself and be
allowed to make choices for himself. We will reach for the
stars, and we may get the moon. I will then be asking him to
tell us what HIS 5-year plan is!

Ann Marie O’Brien is a paediatric and generaltrained nurse, working as a HSE Liaison Officer
in Disability Services. She is the mother of two
children, 11yrs and 6yrs.
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Tamar Heller, Head of the Department of Disability and Human Development, University of Illinois at Chicago and
director of its University Center of Excellence in Developmental Disabilities for the State of Illinois explains why the
siblings of those with an intellectual disability can play a key role in supporting their brothers and/or sisters

Tamar Heller and her sister Daphne Ron
SIBLINGS OF ADULTS with intellectual disabilities (ID) are
an untapped resource in supporting and advocating for their
siblings. At the same time many of these siblings that are
playing large roles in the lives of their brothers or sisters with
disabilities also would benefit from recognition and support
for these roles. Generally siblings are the most long-lasting
relationships, as siblings often grow up in the same households
and outlive their parents. Most individuals with intellectual
disabilities live with their parents much of their lives. As the
parents age, siblings play a larger and larger role (Heller and
Kramer 2009). For example, in the US over 72% of individuals
with ID live with their families, and over 25% of these family
caregivers, who are mostly parents, are over the age of 60 years
(Braddock et al. 2012). At the same time there are long waiting
lists for services, particularly residential supports. A further
trend is the longer life expectancy of people with ID, resulting
in increased chances that they will outlive their parents. Hence,
the role of siblings is taking on greater and greater importance.
Yet siblings are often overlooked by the service system.

Experiences of siblings over the life course

The nature of sibling relationships varies over the life course.
Siblings with and without disabilities often experience a similar
family life, as they tend to grow up in the same households.
Yet, they may also experience family life differently because
parents and others may treat the child with disability
differently. Over time, the role of siblings evolves against
the backdrop of the family system. Earlier research often
20

focused on negative aspects, such as the guilt for not being
disabled and anger and jealousy over the attention paid to
the sibling with a disability. Some studies reported somewhat
higher depression and behaviour problems in children who
had siblings with a disability (Rossiter and Sharpe 2001).
However, other studies have reported positive outcomes. Many
siblings report that having a sibling with a disability is a gift
and has helped them feel more responsible and sensitive to
others’ needs. They report affection and positive regard for
their brothers and sisters. A recent on-line study in the US
reported that siblings of adults with ID have good health,
low depression and report rewards of having a sibling with
disabilities (Hodapp and Urbano 2007).
During childhood the roles of siblings often focus on playing
with each other, with the older siblings watching out for the
younger ones. When there is a child with intellectual disability,
over time the sibling without a disability, even if younger in
age, often acts more like the older sibling. The relationship
often becomes more hierarchical over time due to the abilities
of the brother or sister with a disability in childhood, and later
on. Yet, the relationships among siblings with and without
disabilities tend to be positive, with frequent contact into and
in adulthood (Heller and Arnold 2010).
In early adulthood, most siblings without disabilities launch
out of the family home and move into such adult roles as
having children and working in paid employment. On the
other hand, most adults with disabilities live with their
families for a much longer period of time. As they age and
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parents can no longer provide care, siblings often become the
primary caregivers and, in some cases, actually end up coresiding. A study conducted by Easter Seals [a charity in the
US], found that 14% of siblings of adults with intellectual and
developmental disabilities were co-residing with their sibling
with a disability (Easter Seals 2013) and 23% were their primary
caregivers.
Although future planning for the time when parents can
no longer provide care is critical, many families of adults
with intellectual disabilities put off making such plans and
discussing future options with their other children (Heller and
Kramer 2009).
In their role of supporting and advocating for their brothers
and sisters with a disability, siblings also have support needs.
They report wanting information about their sibling’s disability
and service options and about future planning, including
housing options and financial and legal planning (Heller and
Kramer 2009). They have many concerns about the service
system and gaps in residential and employment support for
their relative. Other concerns focus on making sure that the
voice of their siblings is heard and that they have a social life.
Siblings have often been ignored in family support policies
and practices. Providers seldom engage them, and they are
an untapped resource. Siblings of people with disabilities can
benefit from supports directed at them. Many siblings would
like to participate in educational forums, sibling networking
opportunities, on-line discussion groups, and support groups
targeted to them. Future planning educational programs, such
as the Future is now (Factor et al. 2010; Heller and Caldwell
2006) help siblings with and without disabilities and their
families engage in future planning for the time when parents
can no longer be the primary caregivers. On-line chat-room
resources such as SibNet enable siblings from around the world
to voice their experiences with their brothers and sisters with a
disability. Finally, such organizations as the Sibling Leadership
Network www.siblingleadership.org) provide siblings of
individuals with disabilities the information, support, and tools
to advocate with their brothers and sisters and to promote the
issues important to them and their families. In the US it has
grown to a network of many state chapters, leaders of sibling
groups and organization, families, advocates and professionals.
As a sibling of a sister with intellectual disabilities I have
seen the important role that I have played in her life, from
advocating for her formal services, to simply being available
for daily phone calls. At the same time she has had a profound
influence on my life, as I have chosen a career in the disability
field which undoubtedly has been shaped by growing up with
her.
This article was supported in part by Grant H133B130007 from
the National Institute on Disability and Rehabilitation Research,
U.S. Department of Education.
Tamar Heller, Ph.D., Professor, is Head of the Department of
Disability and Human Development, University of Illinois at
Chicago and director of its University Center of Excellence in
Developmental Disabilities for the State of Illinois. She also
directs the Rehabilitation Research and Training Center on
Aging with Developmental Disabilities: Life span Health and
Function and projects on family support and health promotion
interventions for individuals with disabilities. One of these
projects is the Special Olympics Research Collaborating Center.
FRONTLINE Winter 2013

Ki[\kb?dj[hd[j
B_dai
Education

Department of Education and Skills:
www.education.ie
DES July Provision for students with ASDs:
www.education.ie/en/Parents/Services/July-Provision
National Council for Special Education: www.ncse.ie
School days: www.schooldays.ie
Scoilnet: www.scoilnet.ie
Special Education Support Service: www.sess.ie

Parent Training Programmes and Support Groups
Centre for Autism Middletown:
www.middletownautism.com

DESSA Disability Equality Specialist Support Agency:
www.dessa.ie
Disability Federation of Ireland:
www.disability-federation.ie
Down Syndrome Ireland:
www.downsyndrome.ie
Genetic and Rare Disorders Organisation:
www.grdo.ie
Irish Autism Action:
www.autismireland.ie
National Federation of Voluntary Bodies:
www.fedvol.ie
Special Needs Active Parents:
www.snapireland.net
Special Needs Parents Association:
www.specialneedsparents.ie

Advocacy and information

Citizens Information Board:
www.citizensinformationboard.ie
Inclusion Ireland:
www.inclusionireland.ie
National Advocacy Council:
www.nationaladvocacycouncil.ie
My Special Needs:
www.myspecialneeds.ie
Other voluntary and parent organisations also
provide advocacy
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ACTIVITY AUGUST
Karen Mings, Childcare Leader, on a successful pilot project at St. Paul’s, as parents were invited to participate in
activities and outings along with their child for the month of August.

NOTHING IS MORE important to the development of
the child with autism (ASD) than a strong family and
an extended circle of support from siblings, relatives,
neighbours and friends. While specific teaching, therapies
and interventions impact on positive personal development,
there will be no greater influence on the progress of a child
with autism than to be absorbed into the everyday life of the
family and community. This was borne out in summer 2013
by the introduction of the successful pilot project ‘Activity
August’.
Like other services, St Paul’s, a service for children with
autism, has found itself challenged in terms of insufficient
staffing and stretched resources due to budget adjustments.
Traditionally, the service facilitated parents by providing
a summer programme each year, run by St Paul’s staff.
This year it was decided to explore a new pilot project
for the month of August, whereby parents were invited
to participate in activities and outings alongside their
child. ‘Activity August’ placed a greater focus on parental
involvement and empowerment, with parallel support
by one member of staff from the service. The project
aimed to promote collaboration and partnership between
families in organising and/or participating in fun outings,
exciting activities and enriching social experiences in the
community.
St Paul’s looked to other services for advice and ideas
before initiating the pilot project. Mary Rush, Community
Nurse from the Daughters of Charity Service, Navan Rd,
shared her experiences which helped inform the framework
for ‘Activity August’.
Then began two months of planning and liaising with
the eleven families who would be participating . One staff
member from St Paul’s acted as coordinator, to develop a
fun timetable of chosen activities for the families to attend
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every 2nd weekday throughout
August.
Support by the local
Community Garda was
recognised to be a great benefit
in terms of free bus transport
for those families who availed
of the facility. Families also
car-pooled and worked
together. All were welcome
to attend, including other
family members, neighbours,
volunteers and friends, whose
role was crucial to the wellbeing
of the child and family in terms
of practical and emotional
support.
Excursions included the
usual favourites: Tayto Park,
Rathbeggan Lakes Activity
Centre, Butlers Chocolate
Factory, Ardgillan Castle
& Playground, Lullymore Heritage & Discovery Park,
Imaginosity (Sandyford) and Dublin Zoo.
As part of a planned feedback, by way of a post-project
questionnaire, parents expressed their delight at seeing their
child being able to participate in many fun environments
in the community, whilst interacting together as a family.
Others saw it as a trial run for future ventures and a boost
to their confidence in bringing their child/teen out with
the support and reassurance of other families, who shared
the same experiences. Parents expressed great satisfaction at
seeing their child’s achievements and felt better equipped to
manage their child’s behaviour in public.
The use of visual supports helped to make Activity
August a great success. They enabled each child to make
choices and to understand where he/she was going and
what was happening next. Each parent wore a ‘bumbag’ containing pictures relevant to the day, e.g. the
venue/activity, a ‘please wait in line’ cue card to guide
the child through the queuing process, food pictures
or activity pictures, all of which encouraged requests
and helped maximise understanding and participation.
Because spoken language is transient, but pictures and
symbols are permanent and visual which help the child
with ASD make greater sense of their environment.
Along with visual supports, Activity August also provided
opportunities to communicate through gesture, speech,
LAMH signing, VOCA (voice output communication aid),
objects of reference or through the written word, whatever
communication method was best understood by the child.
Activity August also helped promote social development
and enabled the child/teen to further develop skills such
as regulating emotions, demonstrating socially appropriate
behaviour in various settings and to interact and have fun
outside of their usual circle. One such example is where
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those usually uncomfortable around
small children, perceived as noisy
and overwhelming, began to adapt
in the presence of the smaller child
during picnic time and bus journey
rides. Strategies used to self-regulate,
when necessary, included seeking
out personal space for brief periods.
In short, Activity August helped
the service users learn a little more
about the concepts necessary for
appropriate interaction:
■ friendship
■ choices
■ waiting, sharing, turn-taking
■ personal space
■ how to give and ask for help
■ meet and greet
■ recognising and expressing
own likes and dislikes – when
they want an activity to start,
continue or stop
■ ‘what’s next?’
■ adapting own behaviour to social
situations and following social
rules
■ recall and use of coping
strategies.
The children weren’t the only ones having fun and
making friends. Participation in Activity August provided
parents with the opportunity to meet and get to know
other parents who shared similar challenges. They shared
stories over a cup of tea or while pushing a swing and
became a great source of practical support, sharing tips and
information and providing a sympathetic ear.
Another positive feedback from the parent questionnaire
was the huge benefit of having siblings present. It was
observed that siblings of children with ASD tend to be very
tolerant, with remarkable understanding, patience and
maturity in their dealings with others. One such example
during Activity August displayed this, when one sibling
became great friends with one of the children with ASD and
really took her under her wing. Siblings proved to be very
good playmates for some of the children and also bonded
with each other. One parent commented that it was almost
therapeutic for her son to observe other siblings with their
brother/sister with autism and know they weren’t the only
ones with a family member with greater needs. Siblings
demonstrated tremendous comradeship, leadership and
pride as they helped their parents ‘look out’ for their sibling,
have fun with them in a group situation and get to know
other children with autism.
Other key themes that arose in the parent feedback
questionnaire included:
■ Despite attending various training sessions with the
multidisciplinary team in St Paul’s, parents still found
it difficult to put the knowledge into practice. Having
a staff member present to reinforce the principles and
help apply it in the context of everyday life proved
beneficial. Parents could see the visuals used in many
settings, at the right time and place. Strategies to help
support the management of behavioural issues were
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also reinforced, e.g. low arousal approaches.
■ Parents felt supported and grew in confidence, taking
positive risks where they stepped outside of the child’s
(and indeed their own) comfort zone, participating
in activities that may previously have been avoided.
Some articulated surprise to learn they had in fact
under-estimated their child’s coping abilities. Other
parents were impressed to discover an ability they were
unaware of in their child, e.g., an awareness of rhythm
and music or the ability to wait nicely in queues with
the use of visual supports.
■ Parents were introduced to new venues, theme parks,
play centres and farms that they could return to with
their child and family in the future.
‘Activity August’ ended on a very positive note with a
barbecue party for the staff of St Paul’s and participants
(families and children) of the pilot project. It was an
afternoon of fun and games and delicious food. There was
face-painting, balloon art, dancing and party games for both
adults and children. Each family was presented with a minialbum of photographs, to have as a visual reminder of the
good times had by all.
Analysis of this pilot project has proved very positive,
both from an organisational perspective and based on
parental feedback. This model of summer programme
strengthened St Paul’s links with families, increased
parental empowerment, interaction and networking. It
also supported a culture of open communication and
partnership. Activity August helped to acknowledge and
share good practice and ensure children with autism are
proactively integrated into the local communities where
they live with their families. In light of these benefits, it is
hoped that this new model of summer programme will be
run over both July and August for the coming years.
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FAMILIES

PARTNERS IN CHANGE: INCLUSION IRELAND’S
WORK WITH FAMILIES

Mark O’Connor of Inclusion Ireland on how families are core to the implementation of the New Directions Report
AT PRESENT WE find ourselves in an environment of fundamental
change in how people experience disability services. Over the next
number of years people are to move from institutions to homes in
the community. The implementation of the New Directions report
will radically change day services from centre-based provision to
inclusive, community-based services. There is also change in how
health therapy services will be delivered to children. The Value for
Money and Policy Review has placed the issue of personal budgets on
the table. Coupled with all of this policy change are the impending
capacity legislation and the inspection of residential centres for
people with a disability by HIQA. Once implemented, all these
changes will have a positive effect on the lives of people with a
disability. And they will be welcomed—but change brings with it
uncertainty, anxiety and fear for families.

Creating strong family networks

Inclusion Ireland believes it is fundamental that families are at the core
of the implementation of the recommendations of the various policy
reports that are to shape service provision into the future. A well
informed, united family voice needs to be part of the change process.
Inclusion Ireland aims to facilitate the establishment of a cohesive and
strong family voice at a local and national level.
In the past, the failure to implement visionary disability policy
has left families frustrated. Families felt that their input was not
fully valued or was only tokenistic in nature. However, international
experience has shown that the participation of families in policy
formation and implementation results in more effective services for
families (for example, the family carer forums in the UK). Involving
families in the formation of policy that affects them is set out in the
United Nations Convention on the Rights of Persons with Disabilities
(Article 4.3). The HSE has strongly committed to involving families in
the development and implementation of services (National Strategy
for Service User Involvement in the Irish Health Service).
For this reason Inclusion Ireland aims to empower families to take
part as equal participants in the decisions that will directly affect their
lives. This will be achieved through accurate, clear information and
capacity-building training. The involvement of families in decision
making and policy direction will be a driver of positive change in the
lives of people with disabilities and their families. A strong family voice
has many benefits for the person with a disability and their family:
■ Power in numbers to positively influence change in the lives of
people with a disability. Together we are stronger.
■ Better informed and better connected through networking
with local and regional support groups.
■ Enhanced information and advocacy at a local level supported
by Inclusion Ireland.
■ More effective, community-based, inclusive services for people
through family engagement in the service reform process.
A strong family input into the formation and implementation
of policy and services also has benefits for the HSE and service
providers.
■ Families being better informed of the changes in services.
■ Getting the family perspective on how they experience
services.
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■ Getting a family centred input into policy formation.
■ Being able to deliver services that enhance the lives of families.

Capacity building in families

All families need support at one time or another. Families who
have a child with a disability may require an additional level of
support. When people get past the initial acceptance of having
a child with a disability, they enter into an alien world of service
provision, special education supports, assessments, reports and
welfare supports. In addition, the NDA has reported that attitudes
towards people with a disability are hardening (National Survey
of Public Attitudes to Disability in Ireland 2011). Health, welfare
and educational supports are scarce at present. There is also the
radical overhaul of disability services within the HSE. Families
often experience this parallel world without support.
Inclusion Ireland addresses this through capacity-building
training for families. The ‘Pathways to Possibilities’ course
facilitates families to be a part of the planning for a better future
for their family member. This training is run for parents by
parents and challenges participants to look at the strengths of
their child and plan for a good life for them. ‘Communication
and Supporting Skills’ is a capacity-building program that gives
families the skills to engage with professionals they may meet on
a regular basis. With the support of Genio, these courses have
been delivered to over 100 families in Limerick, Dublin, Dundalk,
Galway and Tullamore. In 2014, there are plans to deliver the
courses in further areas of the country.

Informing families

Many families are not well informed on the fundamental reforms
occurring within the HSE and service provision. Inclusion Ireland
informs families through meeting with family support groups,
holding information seminars, social media and through our
publications, such as A guide to disability law and policy in Ireland.
Through our advocacy work we inform people of any change and
their rights in certain situations.
The Value for Money and Policy Review recommends
individualisation and personal budgets as the way forward in the
provision of modern disability services. This progressive move will
ensure that services are person-centred and tailored to the needs
of individuals, while delivering value for money. Inclusion Ireland,
in partnership with LEAP Ireland, delivered a one-day seminar for
families on how individualised supports and budgets can work in
disability services.

Conclusion

A united, informed and strong family voice can have a positive
effect on the provision of effective services for people with a
disability. This will be achieved through the establishment of
local, regional and national networks of disability support groups
to facilitate the voice of families. Inclusion Ireland recognises the
importance of families and their lived experiences. We support
them to have a say in the services that influence their lives,
through capacity-building training, information provision and
advocacy support.
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Disability Psychotherapy Ireland Interest Group
In association with the

Irish Institute of Psychoanalytic Psychotherapy

Spring Series of
Clinical Seminars
This series of three clinical seminars will focus on aspects of
Disability Psychotherapy.
Work in the area of Disability Psychotherapy is relatively new in the Irish Health System
and generally focused within services with a small number of therapists in private practice
offering psychotherapy to this client group. DPI is aware of the need for a space for
clinicians to have an opportunity to discuss various aspects of their clinical work with
clients who present with Intellectual Disability and for those who may be interested in
developing their practice in this area.
In this series of three seminars, the group will have an opportunity to consider clinical
case material as well as relevant clinical papers.

Seminar Information and Booking

Time:

10.30 am to 1pm

Dates:

Saturdays, 18th January, 22nd March, 10th May 2014

Venue:

Irish Institute of Psychoanalytic Psychotherapy,
107 Lower Baggot Street, Dublin 2.

Fee:

€75 (Nominal fee to cover room rental and tea/coffee)

Completed Booking Form with full payment should be submitted by December 14th 2013
Since places are limited, to ensure a place, early booking is advisable.

Email: admin@disabilitypsychotherapyireland.com
Address: 107 Lower Baggot Street, Dublin 2.
Tel: 087 4120758
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C R E AT I V E
THERAPY
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Creative arts therapies oﬀer an alternative form of independent expression for those with multiple or severe learning
disabilities says John O’Malley
Introduction

The creative arts therapies are evidenced-based professions
which include art therapy, dance-movement therapy, drama
therapy and music therapy. This article demonstrates their
unique role in the provision of therapeutic care to those with
learning disabilities.
In Ireland all creative arts therapists are fully qualified
at Master’s Degree level and are registered with the Irish
Association of Creative Arts Therapists (IACAT). The creative
arts therapies use the arts to explore feelings, images, sounds
and thoughts to help clients understand their inner world and
experiences.
‘The core elements to understand “intellectual disability” and
individual functioning are: the person, the environments in
which this person finds him or herself and the support given
to this person’ (Global Initiative on Psychiatry 2007). The
creative arts therapies can meet the individual where they are,
acknowledge their strengths and resources and provide support
and encouragement in the context of a therapeutic relationship.
The creative arts therapies provide new ways of exploring
present and past life experiences, to enable the client to make
positive changes in their lives. They are particularly beneficial
for people with communication deficits or those who find
‘talking therapies’ difficult. Creative arts therapists often work
with people with learning disabilities (including those with a
severe or profound learning disability) in disability services,
community care, education, mental health services and in
private practice.
Due to issues surrounding expression and communication, a
person’s behavioural problems or mental health issues may be
intensified. Creative arts therapies can prove very effective for
individuals with a learning disability. They work in a similar
way to verbal psychotherapies, in that they are used to explore
the client’s state of mind, and offer ways to communicate and
process and express thoughts and feelings, whilst working
towards solutions. Their advantage is that they can provide
a non-verbal medium through which to work in a nonthreatening way.
The creative arts therapies offer an alternative form of
independent expression for those with multiple or severe
learning disabilities. They are thought to be motivational, and
may help increase learning whilst stimulating communication
and interaction.
The client is at the centre of the creative arts therapies and the
interconnected relationship between the therapist, the client
and the art form is unique to these therapies. The building of
rapport, leading to therapeutic alliance, is central with clients
with learning disabilities. ‘It is important to be accepting and
consistent to help the person feel safe and be able to build trust’
(Caprio-Orsini 1996, p. 13). It is only then that the individual
can take risks and face challenges.

Art therapy

Art therapy is a form of psychotherapy and involves art
making as part of the process of therapy. It is defined by
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the British Association of Art Therapy (BAAT) as ‘a form of
psychotherapy that uses art media as its primary mode of
communication’ (British Association of Art Therapy 2011).
Drawing, painting and sculpting offer ways of expressing
feelings, thoughts and memories that are often difficult to put
into words. Being ‘good’ at art is not important. Simple marks
can mean as much as a carefully worked picture. In a client’s
words, ‘It is not that the artist is a special kind of person, it is
that each person is a special kind of artist.’Art therapy within
learning disabilities aims to help people express, contain,
explore and reflect on their thoughts and feelings, so that
they can more effectively resolve or manage their difficulties
in creative and constructive ways. It aims to develop creative
activities that help reduce impulsive behaviours and enhance
interpersonal behaviours. Art therapy is also effective when
working with sensory and motor deficits, the art therapist
may choose specific tasks that help to expand motor skills,
support self-esteem and increase independence.
The client and art therapist work together to explore and
understand what the artwork may ‘say’. Sometimes the work
doesn’t translate into words and just accepting it helps people
become more accepting of themselves. The artwork is stored
carefully and provides a ‘map’ of the client’s therapeutic
journey. The therapist and the client’s artwork support
the client in making sense of their feelings, understanding
difficulties and in making choices.

Dance movement therapy

Dance movement therapy is rooted in the expressive nature
of dance itself. Dance movement therapy involves a direct
expression and experience of oneself through the body. It is a
basic form of authentic communication, and as such it is an
especially effective medium for therapy. Based in the belief
that the body, the mind and the spirit are interconnected,
The Association of Dance Movement Therapy UK defines the
field as: ‘the psychotherapeutic use of movement and dance
through which a person can engage creatively in a process
to further their emotional, cognitive, physical and social
integration’ (Association of Dance Movement Therapy 2003).
Dance movement therapy can be a powerful tool for stress
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management and the prevention of physical and mental
health problems. Dance movement therapists integrate the
dancer’s special knowledge of the body, movement and
expression with the skills of psychotherapy, counselling
and rehabilitation to help individuals with a wide array of
treatment needs. Social, emotional, cognitive and physical
difficulties can be addressed through dance movement
therapy in group and individual sessions in many different
types of settings, for example: hospitals, rehabilitation,
schools and social care settings.

Drama therapy

Drama therapy is an action therapy that is effective when
the use of words is difficult. Many different methods are used
to help build assertiveness and self-esteem and the drama
therapist will offer the client the opportunity to experiment
with different ways of thinking, feeling and behaving. Drama
therapy methods can include social drama, movement, dream
work, role playing and improvisation. They can help to build
new coping strategies for problem solving and emotional
difficulties.
In a client’s words, ‘The drama I’ve done ... has allowed me
to move on from the place I was ... and the change has been
incredible.’
In a drama therapy session all that is required is that the
client is willing to share their personal story, their inner drama.
No acting or performance skills are necessary; the emphasis is
on participation not performance. Drama therapy can include
non-verbal techniques and can be practised through group or
individual work. Reflection is an important part of the process.
The playful and active approach of drama therapy makes for a
very suitable intervention for adults and children with learning
disabilities and autism.
Drama therapists work in inpatient and outpatient mental
health settings, educational or school/after school settings,
community centres, group homes, multicultural centres,
private practice, early intervention programmes, home-health
agencies, hospices, rehabilitative facilities, hospitals and
wellness centres.

Music therapy

Music therapy is an effective intervention to more standard
forms of counselling and psychotherapy for people with
emotional, communication, psychological, physical and
social difficulties. It is an adaptable therapy and is able to
embrace many different approaches, including cognitive
behavioural therapy (CBT), psychodynamic therapy and
person-centred therapy.
In a music therapy session the client is encouraged to
experiment with sound, choosing from a wide selection
of percussion and melodic instruments and the voice. The
client is introduced to the instruments at their own pace.
Each individual expresses themselves through sound and
develops a musical relationship with the therapist. There
are no right or wrong notes in music therapy and no prior
musical experience is necessary. The therapist improvises with
the client in a way that supports, encourages and contains
the client’s music. The structure of music and the therapeutic
relationship that forms provides a safe framework in which
the client can explore feelings, thoughts and ways of relating
to themselves, others and past or present issues.
‘The music helped me to reach things....that I hadn’t been
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able to talk about...it was a way in for me.... and I could feel
through this.’
Music therapy can focus on specific issues such as
communication, cognition, attention span, self-awareness. It
also encourages emotional self-expression, which can provide
a meaningful outlet for those with a learning disability. Each
session may include a large or small component of talking,
depending on their abilities and what feels right for the client
at the time.

How can the creative art therapies be helpful for people
with learning diﬃculties?

Some people with learning disabilities have limited verbal
communication. The creative arts therapies offer an alternative
means of self-expression. Often people with learning
disabilities find it difficult to cope with change. It might be
that a significant life event, such as the loss of a loved one or
the transition from family home to residential care, has been
difficult to cope with. The creative arts therapies allow a safe
environment to explore these feelings and assist the client in
adjusting through improved coping mechanisms.
The interactive aspect of creative arts therapy group sessions
develops insight, allowing clients to understand themselves
and others better through the shared experience of art, dance
movement, drama and music therapy.
The creative arts therapies have an important role in
working with clients who have learning disabilities, across the
spectrum. In Ireland the creative arts therapies have established
themselves in disability organisations, schools, day-care
centres, hospitals, mental health and social care settings. They
provide therapeutic support, interdisciplinary work, research
and advocacy within the field of learning disabilities. The
creative arts therapies offer a unique and transformative insight
into those living with learning difficulties. For the individual
they can provide avenues for communication, opportunities
for development and growth. For families and carers they
can offer a window into the lived experience of those with a
learning disability and they provide therapeutic support that
focuses on the strengths of the individual.
A common characteristic among people with learning
disabilities is uneven areas of ability, ‘a weakness within a
sea of strengths’. There often appears to be a gap between
the individual’s potential and actual achievement. This is
why sometimes learning disabilities are referred to as ‘hidden
disabilities’: (American Music Therapy Association). The
creative arts therapies can focus on an individual’s strengths
and resources and afford opportunities for growth and
achievement and a means to reach their full potential.
John O’Malley MA BA ANCAD is a registered member of Irish
Association for Creative Arts Therapists and is also a member
of its council. John is an art therapist and has gained extensive
experience of working with clients from across the spectrum of
learning disabilities. John has worked for the Cope Foundation
in Cork, providing art therapy interventions with clients from
mild to severe intellectual difficulties. John presented his
final year thesis on The effects of bereavement for those with
learning difficulties and the potential for growth through the
creative art therapies. John has recently established The Dublin
Creative Therapy Centre. For more information, see
www.dublincreativetherapy.ie or contact
info@dublincreativetherapy.ie.
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EMPOWERMENT

INFORMATION IS THE KEY TO
EMPOWERMENT: THE CASE FOR PUPILS

0-18 YEARS DIAGNOSED WITH AN INTELLECTUAL
DISABILITY AND/OR AUTISM SPECTRUM
DISORDER(S) NAVIGATING THE IRISH EDUCATION
SYSTEM
Dr. Sheelah Flatman Watson, Department of Geography, National University of Ireland explains the pathways to
support for families after a diagnosis of ID or ASD
FAMILIES/GUARDIANS OF people receiving a
diagnosis of intellectual disability (ID) and/or autism
spectrum disorder(s) (ASDs) may experience a sense
of disempowerment when faced with the prospect of
sourcing appropriate educational pathways because they
have little or no prior knowledge and/or experience of
facilitating special education needs. Some information
may have been absorbed through exposure to media
coverage, or supporting charity fund-raisers. There may
be some awareness of inclusion of people with special
needs in local schools or as employees in local workplaces.
However, knowledge and awareness of the day-today progression from diagnosis to achievement of full
potential and quality life experiences for people with ID/
ASDs are typically new learning through uncharted waters.
Achieving a holistic view and an in-depth knowledge
of the educational pathways and the appropriate and
beneficial resources available to assist positive progress in
an evolving system can be both daunting and challenging.
Over the last ten years plus, evidence-based reports
have been produced which have led to new policy
developments and the publication of guidelines toward
best-practice models. New structures and organisations
have been established and a significant amount of
information is now available for people with ID/ASDs,
families/guardians and professionals working in the field.
This article will map potentially empowering pathways
to support positive outcomes in accessing placements,
supports and progressive educational planning.

Access to early intervention

Streamlined pathways to services are evolving, albeit
gradually, following the commencement of the Assessment
of Needs (AoN) in June 2007 (for individuals born post 1
June 2002 (Government of Ireland 2007). On completion
of the assessment, an assigned HSE Case Manager (Liaison
Officer) is responsible for providing a service statement.
‘The Service Statement will say what services and supports will
be provided to your child and will be prepared within 1 month
of the assessment being completed’ (HSE 2013). It should
also state where and when these services will be provided
(Government of Ireland 2007). It is noted in the Act that
the service statement will not outline education services
for a child (Government of Ireland 2007a (6)), although
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communication between the Liaison Officer and the
National Council for Special Education (NCSE) is provided
for. Further, the emergent restructuring of children’s
disability services, outlined in ‘Progressing Disability Services
for Children and Young People’ (HSE 2013a) aims to further
enhance and streamline pathways to accessible health
services for all people with ID/ASD, and it is noted that
‘The programme also involves our partners in the education
sector to ensure we [HSE] are working together to achieve the
best possible outcomes for children’ (ibid).
Historically, the HSE has taken responsibility for the
healthcare and early intervention education provision
for children aged 1-6 diagnosed with an ID/ASD, through
a network of service providers. Many of these are
voluntary services supported by the HSE. Access to an
early intervention programme was/is typically dependent
on availability. Currently, provision of early intervention
programmes for pupils with an ID remains with the
HSE/voluntary system (DES 2013) and is overseen by
an Early Years Support Team (for example, see Muiríosa
Foundation 2009). The Department of Education and
Skills (DES) is now also engaged in the provision of early
intervention education for pupils with ASDs through
an expanding system of ASD early intervention classes
within mainstream settings (NCSE 2013). Further, some
pupils with ASDs from age 3-4 are catered for in Applied
Behavioural Analysis (ABA) schools (SPEAC 2013, Jonix
2013).
Alternatively, some families choose to enrol their
child in a local mainstream pre-school. This may be
supported by the child’s service provider, particularly
where the service statement includes an early intervention
programme, but no programme has been offered or is
available. Further, pupils with ID/ASDs may apply for their
free pre-school year on a pro-rata basis, i.e. 2 days per week
in the first year and 3 days in the second year, or to delay
commencement according to the child’s needs, granted on
a cas-by-case basis (ECCE 2013).
Many early intervention educational facilities receive
more applications than the spaces available and refusal/
deferral of enrolment is not uncommon, even when an
early intervention programme is listed in the child’s
service statement. In this instance, the family may apply
for inclusion in the Home Tuition Scheme which states
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that ‘...children with autism of a pre-school age may avail of
the scheme’ (DES, n.d.). Families have the option to lodge a
complaint under the AoN process if they are not satisfied
with the outcome(s) (Government of Ireland 2007).

Access to primary and post-primary schools

The commencement of the Education Act (1998)
(Government of Ireland 1998) provides a legislative
framework ‘to promote equality of access to and participation
in education and to promote the means whereby students may
benefit from education’ (ibid, Pt1S6(c)) and, further, ‘to
promote the right of parents to send their children to a school
of the parents’ choice having regard to the rights of patrons
and the effective and efficient use of resources’ (ibid, (e)). In
2011, the NCSE published Children with Special Educational
Needs: Information Booklet for Parents, to support families
in understanding their child’s special education needs and
the supports available (NCSE 2011). That said, choosing
a placement for a child with ID/ASDs is not necessarily
straightforward. The NCSE also published a booklet
Choosing a School (NCSE 2013a) to support families in the
decision making process.
Applications for enrolment are typically made in the
school year preceding the proposed entry date. For new
pupils with special needs, school personnel must submit
their application for resources six months in advance
of entry. Therefore, enrolment forms and the schools’
enrolment/admissions policy (Government of Ireland
1998, PtII S9 (m)) should be sought about nine months
in advance. The schools’ Inclusion Policy and their
Code of Conduct/behaviour may also be available and
both are worth reading. Schools may have signed up for
participation in the ‘Inclusive Education Framework’
process and may display the relevant certificate (NCSE
2011a, p.12). Enrolment can be relatively straightforward
in schools where personnel are welcoming and oversee a
smooth entry for all children equally.
However, research has shown that pathways to
enrolment are less smooth for many. 32% of principals
in primary schools admitted to non-enrolments, with
figures of up to 43% in some locations (Flatman Watson
2009, p185). Further, 54% of families reported negative
experiences (ibid, p196). Access was denied, delayed and/
or advice given to go elsewhere to access better facilities
or more highly trained personnel. Principals claimed
not to have the resources to cater for the particular
applicant’s needs. However, once there is space available
in a school and the applicant meets the terms outlined in
the 1998 Education Act and the criteria outlined in the
school’s policy documents, enrolment may not be refused.
Practices such as enrolment being subject to approval
by the Board of Management (BoM) and/or with time
limitations imposed, such as attendance for shorter hours
than fellow pupils, are not uncommon. Such practices
are not in keeping with legislation. The Equal Status Act
(2000) provides for the equal treatment of all persons and
legislates against discrimination, inter alia, on the basis
of disability (Government of Ireland 2000, Pt II S7 (2) (ad)). That said, this provision is tempered for pupils with
ID/ASDs where, ‘by virtue of the disability, make impossible,
or have a seriously detrimental effect on, the provision by an
educational establishment of its services to other students’
FRONTLINE Winter 2013

(ibid, Pt. II S7 (4) (b)).
When equal access to school enrolment is not
forthcoming, it is advisable to request (insist if necessary)
on receiving written confirmation of the refusal/deferral
of enrolment or shorter hours, signed by the principal or
a member of the BoM. Documenting these occurrences
and/or discriminatory practices, particularly if they are
persistent, may empower families to secure the support
of the local Special Education Needs Organiser (SENO)
(NCSE 2013b) and/or an Education Officer (NEWB, n.d.)
to address the issue(s) and to source an appropriate
placement or to support families in an appeal under
section 29 of the 1998 Education Act (DES n.d.).

Progressive planning within and between placements

Supports as outlined in the pupil’s AoN and/or
psychological reports should be in place on school entry,
following timely enrolments. These may include access
to learning support from the school’s general allocation
for pupils with ‘mild’ challenges (high incidence) and/or
support from a special needs assistant (SNA), for pupils
with special care needs. Pupils with higher educational
support needs, typically those with multiple diagnoses,
on the moderate/severe/profound end of the continuum
of ability and/or those with ASDs (low incidence) will be
allocated resource teacher hours from 2.5 to 5 hours per
week (DES 2005, p16; DES 2012).
An Individual Education Plan (IEP) may be set up for
each pupil with ID/ASDs, (NCSE 2006), although such
provision is not yet mandatory. A holistic approach, based
on NCSE guidelines (ibid) and pertinent use of assigned
resources should be documented and then monitored
regularly. Positive behaviour management, where required,
should be put in place to support pupils with behavioural
challenges. Many schools cater well and use the school’s
Code of Conduct when incidences occur. However, some
parents report that their children with ID/ASDs are
singled out for ‘suspension’ when ‘minor’ issues arise.
Poor behaviour management can lead to school personnel
contacting parents to remove the pupil from school for
a period, when an incident occurs. This can be a regular
happening for some pupils with ASDs. Again, written
explanation should be sought on each ‘suspension’ and
it is advisable to keep a record of these occurrences. This
may empower families to seek appropriate supports, as
above and/or through the Special Education Support
Service (SESS n.d.). Positive progress and outcomes are
achieved for many pupils and teaching personnel through
the many and varied supports now available in the system.
On a final note, transitioning between placements can
be challenging for pupils with IS/ASDs (Barnes-Holmes et
al. 2013). It is beneficial to build transition planning into
a pupil’s IEP (NCSE 2006, chapter 4) well in advance of
change.

Conclusion

The development of knowledge and understanding of the
evolutionary policies and practices, as discussed above,
may provide families/guardians of 0-18 year old pupils
diagnosed with an ID/ASDs with a pathway through the
Irish education system toward positive outcomes and with
a strong sense of empowerment.

To comment on this article email: editor@frontline-ireland.net

29

E
I CE
S EI DR EVTI C
G
R
O
W
MODEL
P R O V I ST IHO N

J>;;?:;J?9=HEMJ>CE:;B07D;C;H=?D=
?DJ;HL;DJ?ED<EH9>7BB;D=?D=8;>7L?EKH

Aktar Ali Syed & Fionnuala Larkin on the Eidetic Model of Growth (EMG), which is an adaptation of eidetic
psychotherapy for use with people with intellectual disability, in day or residential settings.
Challenging behaviour and behaviour support models

People with intellectual disabilities (ID) can often have diverse
and complex needs in terms of behaviour, health, emotional
and social functioning (Alim 2011). It is known that people
with ID are three to four times more likely to suffer from a
range of psychiatric and behavioural disorders than the general
population (Al-Sheikh 2011); people with ID have been found
to have higher rates of certain psychiatric illnesses than the
general population (Deb, Thomas & Bright 2001a), and
behavioural disorders as prevalent as 60.4% in community
settings (Deb, Thomas & Bright 2001b). Behavioural
and psychiatric disturbance can result in presentations of
challenging behaviour, which have been defined as:
‘culturally abnormal behaviour(s) of such intensity, frequency
or duration that the physical safety of the person or others
is likely to be placed in serious jeopardy, or behaviour which
is likely to seriously limit use of, or result in the person being
denied access to, ordinary community facilities’ (Emerson
1995, cited in Emerson 2001).
Historically, the management of challenging behaviour
was mainly through the use of high-secure institutions and
psychotropic medications (Benson & Havercamp 2007). Since
the 1960s, behavioural interventions have been developed
which have aimed to identify the function of challenging
behaviours, and to utilise the principles of reinforcement to
make these behaviours less likely to occur. Some controversies
have surrounded behavioural approaches, especially around
the use of punishments or negative consequences to reduce
problem behaviours (Emerson 2001). As a result of this, and
the emergence of the ‘social model’ of disability (AAIDD
2010), behavioural practice has changed dramatically to a
systems-based approach known as positive behaviour support,
an intervention which addresses environmental conditions and
an individual’s skill deficits, as well as reinforcement, in order to
reduce challenging behaviours. There have also been a broad
range of psychosocial interventions developed and researched
which aim to increase an individual’s engagement with their
community, for example, through supported employment,
educational intervention and skill-training (Dagnan 2007). A
key emphasis in this movement is the active involvement of the
person and their families in all areas of the support network,
often through person-centred planning and personal outcome
measures (e.g. Council on Quality and Leadership in Supports
for People with Disabilities 2012).
Positive behaviour support is one example of a best-practice
model of support for challenging behaviour which assumes
a person-centred approach and considers both individual
factors and environmental factors. Another emerging model
of behaviour support is the Eidetic Model of Growth (EMG),
which is an adaptation of eidetic psychotherapy for use
with people with intellectual disability, in day or residential
settings (Syed 2012). Eidetic psychotherapy, championed by
Akhtar Ahsen (1965, 1977), emphasises the role of mental
imagery in cognition and memory, particularly around
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emotive experiences. In this approach, mental imagery is
central to therapeutic interventions that address emotional
difficulties and disorders. In line with the eidetic approach,
mental imagery is considered to be the primary medium of
psychological functioning in EMG and is the main therapeutic
target for treatment of emotional issues and challenging
behaviour. The EMG emphasises the emotional difficulties
that can underlie challenging behaviour and seeks to address
these through the systematic application of personal and
environmental supports. In addition, social and biological
factors that affect the person’s behaviour and functioning level
are considered, to establish a biopsychosocial formulation of
the person’s difficulties (Syed 2012).

The Eidetic Model of Growth Assessment and
Intervention Process

An individual presenting with challenging behaviour is initially
assessed by carer interview and observation and/or individual
interview to ascertain their family and medical history, recent
life events, their personal circumstances (e.g. relationships,
living situation, activity preferences) and their environment.
Based on this assessment, a formulation is established of the
likely factors contributing to and maintaining the behaviour.
This formulation then guides the person’s personalised
intervention.
There are four main components to intervention, as
illustrated in Figure 1. The first of these involves interventions to
promote growth through ensuring that the person has access to
a structured environment with choice and variety in activities,
as well as opportunities to communicate about personal issues
with staff. The rationale for these interventions is to increase
the person’s trust and participation in their environment so
as to ultimately lead to interest, creativity and growth. The
second component may involve skills training in particular
areas, such as training and experience in jointly resolving
interpersonal difficulties or workplace difficulties among people
using services. These first two components can be delivered by
frontline staff under the direction of the psychologist, whereas
the third and fourth components are delivered directly by the
psychologist. The third component may involve interventions
to remove somatic/emotional barriers to growth. This may be
through the provision of individual therapy to address issues
such as bereavement or anger management, or therapeutic
relationship support (e.g. parent-child relationship). Individual
therapy follows the principles of eidetic psychotherapy, and
can be adapted for nonverbal individuals by incorporating
concrete visuals (e.g. photographs, drawings). Finally, the
fourth component of therapy is consultation, whereby frontline
staff may be instructed or trained in supporting behaviour.
The psychologist also monitors outcomes so as to measure
the individual’s progress through the process of intervention.
There is no ‘one-size fits all’ treatment with this model, as
a person-centred approach is adopted in conceptualising
each individual’s situation, with careful consideration of their
FRONTLINE Winter 2013
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The Eidetic Model of Growth Assessment and Intervention Process
environment and of their personal preferences.
Many aspects of this approach are in line with positive
behaviour support, including the careful assessment of the
person’s interaction with their environment and the provision
of structure and staff training. What differentiates the EMG is
the centrality of mental imagery and emotional factors, upon
which the interventions pivot. The various components of
the intervention are designed to enhance a person’s ability to
visualise and to remove any barriers to growth that may have
arisen through a person’s experiences. In addition, the EMG
does not promote the use of consequences or reinforcement
for either positive or negative behaviours. This arises from
the belief that a person’s growth as an individual is an
inherently reinforcing experience that cannot be directed by
other people. Instead, by systematically removing barriers to
growth and providing a facilitating environment, the person is
enabled to become more curious about and engaged with the
world around them. This is akin to the person-centred theory
of Carl Rogers which emphasised the facilitative aspects of a
warm, accepting therapeutic environment (Rogers 1951).

Research Priorities

As yet, the evidence-base for the EMG has not been
established. While the theoretical underpinnings of the
approach have been outlined by Syed (2012), empirical
demonstration of the treatment efficacy or acceptability
has not yet been produced. However, research is currently
underway in the form of manualising the treatment and
producing case studies and single-subject design studies as
FRONTLINE Winter 2013

the preliminary steps to assessing the effectiveness of the
intervention (Craig et al. 2008). Clinical practice in the field
of intellectual disability has undergone an ‘enlightenment’
in the past few decades (Fraser 2000), and research is still
catching up on these developments as the field moves towards
a biopsychosocial understanding of challenging behaviour
(Zaman, Holt and Boras 2007). Building evidence on
interventions that take a biopsychosocial and person-centred
approach towards challenging behaviour is highly important
to continue to develop this field (Royal College of Psychiatrists
2007).
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