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Welcome

Welcome to the first edition of NPSDD Notes, a newsletter designed to keep you
up to date with the progress of the National Physical and Sensory Disability Data-
base (NPSDD). National implementation of the NPSDD began in January 2002.
Four years on, we have a new data collection form with an exciting new module,
the measure of ability and participation, new software and the first publications
from the NPSDD. This newsletter provides you with more detail on each of these
developments. We intend to produce intermittent newsletters to provide updates

on NPSDD developments as they occur.

Disability Databases Division
Health Research Board

Bringing you up to date with the NPSDD

The primary purpose of the database is the provision of information to plan
service developments, prioritise service needs and assist in resource allocation
decisions at national, regional and local level.

The NPSDD is designed to provide a picture of the specialised health and per-
sonal social service needs of people with a physical or sensory disability by
monitoring current service provision and future service requirements. This
data is collected and analysed to help ensure solid evidence is provided to dis-
ability service planners to help them make informed decisions about planning
services on a national basis. This information is also a foundation for policies
and interventions that will improve the lives of people with physical and sen-
sory disabilities.

The ongoing success of the NPSDD is dependent on the continuing commit-
ment of all services and agencies involved and of course the participation of
individuals eligible to register on the database. There are currently in excess of
25,000 people registered on the NPSDD. While this figure is highly commend-
able, it is still someway off the potential target of 38,190 as outlined in the
2001 pilot implementation of the database. This figure was updated to 41,248
following publication of the 2002 census of population. To ensure the success
of the NPSDD, individuals under 66 years, who currently receive and/or re-
quire specialised health and personal services within the next five years and
have a persistent physical or sensory disability are urged to participate
(contact details for local HSE areas are listed on page 8).
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First publications from the National Physical and Sensory Disability Database

The first publications from the NPSDD are based on data extracted from the NPSDD in June 2004 when
there were 20,825 people registered on the National Physical and Sensory Disability database (NPSDD). The
data from two Health Service Executive areas who were still in the early stages of data collection were ex-
cluded (737 records) together with data from all people aged 66 years and over at the time of reporting
(411 records) as responsibility for the provision of services for this group of people lies within Older Peoples
Services in the Department of Health and Children and the Health Service Executive (HSE) rather than
within Disability Services. Excluding these records reduced the number of active records analysed in the pub-
lication to 19,677.

National Physical and Sensory Disability Database

A preliminary analysis
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In December 2004 the first publicly available data from the
NPSDD was released (Galligan and Mulvany 2004) and is
available to download at www.hrb.ie. The purpose of this
preliminary analysis was to provide evidence to inform
decision-making by disability service planners in relation
to resource allocation for 2005.

MW

National Physical and Sensory Disability Database Committee

Annual Report 2004

The first annual report of the National Physical and Sensory Disability
Database Committee (NPSDDC) has just been published. This report
highlights both current trends in service use and future requirements for
specialised health and personal social services as identified in 2004. The
information contained in the Annual Report is a more comprehensive
analysis of the data produced in the December 2004 bulletin (above).

The National Physical and Sensory Disability Database enables those
involved with the planning and delivery of services to identify not only
the level of need amongst those awaiting services, but also the service
changes required by those already in receipt of services. The service-
planning period covered by this report is 2005-2009.

A summary of the 2004 report is reproduced on pages 4-5 of this
newsletter.
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Evaluation of the National Physical and Sensory Disability Database

In July 2005 the report on the Evaluation of the National Physical and Sen-
sory Disability Database was published. This report documents the findings
of a comprehensive and detailed evaluation of all aspects of the database
that was undertaken by a working group of the NPSDD Committee. The
evaluation included the experiences and views of all interested stakeholders
including people who are registered on the database, umbrella and repre-
sentative bodies, government departments and statutory agencies, co-
ordinating committees and database teams from the former health boards.
The contribution of everyone involved proved invaluable to the success of
this evaluation process. It is anticipated that the ongoing enhancement of
the NPSDD, along the lines recommended in this report, will ensure that
participation levels in the database will continue to increase, allowing for
more precise targeting of resources to areas of most need. Since the report
was published, a sub-committee of the NPSDDC has commenced work on
the development of an action plan to address the report’s recommendations
(see below).
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Key recommendations arising from NPSDD Evaluation

The key recommendations from the Evaluation report are outlined below:
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Implementation of the NPSDD in a standardised manner should be a priority with health service man-
agement in an effort to increase database coverage in areas where progress has been slow. Efforts
should also be made to target potential participants who are currently outside the existing network of
specialised health services.

The NPSDDC should become more strategic in its approach in the coming years.

There has been a long period of development for the NPSDD during which high expectations have
been raised. It is therefore crucial to recognise that there is a long history of people feeling that their
needs have not been adequately met and consequently participants and potential participants need to
start seeing the relevance and impact of the NPSDD, the Health Service Executive needs to use the in-
formation, and the Department of Health and Children needs to make sure this is happening.

The image of the NPSDD needs to be enhanced. The negative connotations associated with the exist-
ing name of the NPSDD are acknowledged and consideration will be given to changing this to a more
publicly accessible name.

The current voluntary nature of NPSDD participation is seen as a significant barrier to comprehensive
identification of the specialised health service needs of people with physical or sensory disabilities. The
NPSDDC should explore the potential for a statutory mandate to record and maintain a minimum
dataset pertaining to all service users.

The existing data form should be reviewed and an effort made to group hearing impairment, visual
impairment and physical disability services for children and physical disability services for adults, to-
gether in blocks to facilitate form completion.

The feasibility of developing a unified disability services database should be explored.

The Department of Health and Children should convene a stakeholder network of government depart-
ments and agencies, based on their potential use of relevant NPSDD statistical information and their
role in promoting the NPSDD.

Each HSE area should implement the approved management structures for the disability databases to
enable the recommendations of this report to be implemented.
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Summary of findings: Annual Report 2004

The NPSDD provides a picture of the specialised health and personal social service needs of people with a
physical or sensory disability by monitoring current service provision and future service requirements over a
five-year period. Individuals under the age of 66 years who currently receive specialised health and personal
social services and/or require such services within a five-year period are included, with their consent, on the
database.

Specialised health and personal social services refer to therapeutic intervention and rehabilitation services,
personal assistance and support services, respite, day and residential services. The information for the data-
base is collated by the HSE through interviews with individuals who meet the registration criteria and it is
managed nationally by the Health Research Board.

In June 2004 there were 20,825 people registered on the National Physical and Sensory Disability Database
(NPSDD). The data from two Health Service Executive (HSE) areas who were still in the early stages of data
collection were excluded (737 records). Data from all people aged 66 years and over at the time of report-
ing (411 records) were also excluded, as responsibility for the provision of services for this group of people
lies within Older Peoples’ Services in the Department of Health and Children and the HSE rather than within
Disability Services. The 2004 Annual Report is based on the remaining 19,677 records.

In interpreting the data in the NPSDDC annual report, it is important to note the following:
The primary focus of the NPSDD is to facilitate service planning and provision.
The NPSDD does not provide any definitive epidemiological statement on the number of people with
a particular type of disability.
Participation in the NPSDD is voluntary.
As implementation of the NPSDD is ongoing, these data are not intended to provide a comprehensive
picture of service use and possible future need.
The NPSDD does not include those who were aged over 65 years at the time of reporting as responsi-
bility for their service provision lies with Services for Older People rather than Disability Services.

Demographic profile

Males accounted for a higher percentage of registrations than females. A total of 10,373 males and 9,304 fe-
males were registered, representing 52.7% and 47.3% respectively of all NPSDD registrations.

The majority of people (16,965, 86.2%) were residing with family members; 9.3% (1,829 of all registrations)
were living alone; 2.5% (500) were living in full-time residential services; 0.3% (56) were living with foster
families, and 0.7% (147) were living with non-relatives.

A total of 15,244 people (77.5% of all registrations) were living in private accommodation; 3,753 people
(19.1%) were in rented accommodation, and 485 persons (2.5%) were in full-time residential services.

More than half the people registered on the NPSDD, (11,387, 57.9%) reported that they had a primary carer.

The most frequently reported types of disability were physical disability only (16,246 people, 82.6% of all
NPSDD registrations), hearing loss/deafness only (1,347 people, 6.8% of all NPSDD registrations) and visual
disability only (1,193 people, 6.1% of all NPSDD registrations).
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Summary of Findings: Annual Report 2004 continued

Service provision in 2004

Of the 19,677 people registered on the NPSDD by June 2004, 89.5% were accessing at least one of the fol-
lowing service groupings: therapeutic intervention and rehabilitation services, personal assistance and support
services, respite, day and residential services. Service provision to those registered on the NPSDD as of June
2004 may be summarised as follows:

15,492 people with a physical and/or sensory disability were in receipt of therapeutic intervention and

rehabilitation services; this group represents 78.7% of all NPSDD registrations.

5,255 people (26.7%) were in receipt of personal assistance and support services.

10,092 people (51.3%) were in receipt of day services and activities.

628 people (3.2%) were availing of residential services.

2,060 people (10.5%) were availing of planned respite services.

Service requirements in 2004
The service requirements of those registered on the NPSDD at June 2004 may be summarised as follows:
Therapeutic intervention and rehabilitation services

11,740 people (59.7% of all NPSDD registrations) required assessment for therapeutic intervention
and rehabilitation services
1,299 people (6.6%) were assessed and placed on a waiting list

133 people (0.7%) were assessed but were unable to avail of these services for a variety of reasons.

Personal assistance and support services
6,262 people (31.8%) required assessment for personal assistance and support services.
359 people (1.8%) have been assessed and wait-listed for personal assistance and support services.
126 people (0.6%) were assessed but unable to avail of these services for a variety of reasons.

Day services or activities
2,972 people (15.1%) who were availing of day services or activities required some
changes/additions made to their existing services.
1,748 people (8.9%) are not availing of day services or activities, but required such supports.

Residential services
451 people (2.3%) of those registered on the NPSDD were not availing of residential services but
required these supports.
25 people (0.1%) were availing of residential services and needed some changes made to their exist-
ing services.
154 people (0.8%) required an alternative or additional residential services.

Respite services
4,365 people (22.2%) required assessment for respite services.
211 people (1.1%) had already been assessed and were wait-listed for respite services.
96 people (0.5%) had been assessed as requiring a respite service but were unable to avail of the
service for a variety of reasons.

The various services listed above were required by individuals across the period 2005-2009, though most ser-
vice needs arise in the earlier years of this planning period. This first annual report from the NPSDD, which is
based on almost 20,000 people who were registered on the NPSDD by June 2004, represents the cumulative
specialised health service needs of this group of people. Achieving more comprehensive coverage will further
enhance the value of the NPSDD as a planning tool and the HSE regions which are lagging behind in the im-
plementation of the NPSDD wiill need to prioritise this important task if we are to maximise the benefits for
all that can be derived from this information system.
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Information collected

To protect client confidentially, all identifying information (in /talics) is removed from the database before
statistical records are made available to the HRB and the Department of Health and Children.

The database form consists of the following information:

Personal details including name, address, telephone number, personal identification number, date
of birth, gender, next of kin details, HSE area/community care area/district electoral division, pre-
sent service location/convenient service location, type of living accommodation, living arrange-
ments and primary carer.

Administrative details contains details about the NPSDD process including the name of the person
who administered the data form, when it was last completed and the individuals preferred
method of correspondence

Barriers and challenges - Technical aids and appliances

Participation - Additional specialised health and social services
Therapeutic intervention and rehabilitation - Details of disability

services - WHODAS I

Personal assistance and support services . Additional information

Respite services Medical card holder

Day services Long term illness card holder

Residential services

New fields in the database form for 2005/2006

It is essential that the NPSDD is as relevant and up-to-date as possible and as a result, the content of the data
form is constantly reviewed and revised in order to ensure that it continues to capture relevant information. In
June 2005, new items were added to the 2005/2006 database form in the Administrative Details 2 section un-
der the heading Additional Specialised Health and Personal Social Services.

On an ongoing basis, requests have been submitted to the national committee seeking the inclusion of additional
services on the database form. The national committee suspended decision-making on the addition of new ser-
vices until the release of the disability bill as it was felt that the outcome of this bill could have implications for
the structure and content of the data form. As an interim solution, the committee sanctioned the inclusion of
three new fields “Additional Health and Personal Social Services fields”.

The addition of these fields allows a service-user to re-
port specialised health and personal social services that
they are currently receiving but are not currently cap-
tured on the database form, or specialised services that
they require in the future that are not currently cap- G e A R N P A T
tured on the data form. The data from these fields will OATABASE EOBRM annns i 00s
be reviewed by the NPSDDC and may result in specific ' '
services being added to the NPSDD form.
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Measure of ability and participation

In 2004 an important new module was added to the NPSDD which will enable service planners to dis-
tinguish between groups of people with diagnosed conditions who have no impairment of function and
those with substantial impairment.

In developing what is essentially a measure of disability, a working group of the NPSDDC adopted the
International Classification of Functioning, Health and Disability (ICF), which was published by the
World Health Organization (WHO) in 2001. The adoption of this classification represents best practice
internationally and is supported by Disabled Persons International as a framework that reflects the social
model of disability.

The measure itself reflects the fact that disability is created by an individual’s reduced functioning or ac-
tivity limitations (represented by the WHODAS score) and the environment represented by the section
on barriers and challenges. The disability itself is represented by the extent to which a person’s partici-
pation in major life activities is restricted.

Thus the database will be able to relate service needs and health condition with the degree of activity
limitation and participation restriction that a person is experiencing. Further, it will be possible to iden-
tify the environmental factors implicated in creating the disability. The implication of this new module
is that planners will have the potential to assess the extent to which the introduction of new services
results in health or social gains.

NPSDD software

One of the key challenges highlighted by the Evaluation report was the need for a good software pack-
age to support the NPSDD. As a result, centralised, web-enabled software was implemented in February
2004, with an emphasis on user-friendliness and the highest level of security (as only authorised users can
access the website). The web-based software means information can be updated as changes happen. It
also ensures that up-to-date information is available to service planners outside of the scheduled bench-
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Software training has been made available to all database personnel with modules covering the basic
functions of the NPSDD workflow, and report generation. In 2006 the HRB will begin the process of ex-
tending access to the database to authorised users within physical and sensory service providers in accor-
dance with the Access Protocol for the Disability Databases.
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NPSDD Notes

Ms Carmel Dillon

HSE - South West Area

Oak House

Millennium Park

Naas

Co Kildare

Tel: 045-882538

Fax: 1890-200947

E-mail: carmel.dillon@mailm.hse.ie

Ms Gabrielle Lindsay Evans

HSE - East Coast Area

Block B, The Civic Centre

Main Street

Bray

Co Wicklow

Tel: 01-2744270

Fax: 01-2744288

E-mail: gabrielle.lindsayevans@maild.hse.ie

Ms Karen Judge

HSE - Northern Area

Disability Services

Unit 7, Swords Business Campus
Balheary Road

Swords

Co Dublin

Tel: 01-8908725

Fax: 01-8131870

E-mail: karen.judge@mailc.hse.ie

Ms Josephine Rigney

HSE - Midland Area

Arden Road

Tullamore

Co Offaly

Tel: 0506-59920

Fax: 0506-59934

E-mail: josephine.rigney@mailg.hse.ie

MEs Jackie Purcell
HSE - South East Area
St. Canices Hospital
Dublin Road
Kilkenny

M:s Deirdre Hassett

HSE - Mid-Western Area

St. Joseph's Hospital

Mulgrave Street

Limerick

Tel : 061-461365

Fax: 061-412365

E-mail: deirdref.hassett@mailh.hse.ie

Mr Gerard McCartney

HSE - North East Area

Regional Disability Services Unit
Rooskey

Co Monaghan

Tel: 047-30841

Fax: 047-30849

E-mail: gerard.mccartney @maile.hse.ie

Ms Caroline Gallagher

HSE - North West Area

Sheil House

College Street

Ballyshannon

Co Donegal

Tel: 071-9822776

Fax: 071-98 22779

Email: carolineb.gallagher@mailb.hse.ie

Ms Karen McNamara

HSE - Southern Area

Blackpool (adj. To Shopping Centre)
Cork

Tel: 021-4927113

Fax: 021-4927115

E-mail: Karen.McNamara@mailp.hse.ie

Ms Paula Casey

HSE - Western Area

Merlin Park Regional Hospital
Galway

Tel: 091-775292

Fax: 091-775189

E-mail: paulam.casey@mailn.hse.ie

Co Kilkenny

Tel: 056-7784491

Fax: 056-7784439

E-mail: jackie.purcell@maila.hse.ie

Disability Databases Division
Health Research Board

73 Lower Baggot Street
Dublin 2

Tel: 01-6761176

Fax: 01-6612236

Email: hrb@hrb.ie




