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Towards a National Database for Planning Services for 
People with Intellectual Disabilities or Mental Handicap 

Why do we Need a Database? 

The Review Group on Mental Handicap Services which was established by the 
Department of Health in 1986 found that one major stumbling block which lay in the 
path of systematic planning was the absence of reliable data on the extent of the 
needs of people with mental handicap in Ireland. The review group found that the 
Community Care manual Mental Handicap Record System had not been kept up to 
date and they commented upon the cumbersome task which is involved in extracting 
data from a manual system. 

The Needs and Abilities Report recommends, 

... 'it will be necessary for all agencies to contribute to the establishment and 
maintenance of a core database on clients using accurate and detailed 
information based on standard terminology, clear classifications and a specific 
coding system' (Needs and Abilities, 1991, 47-48). 

Among the objectives for having a data-base are: 

1. Providing accurate numbers for information and for planning purposes, 
2. Estimating prevalence, establishing trends, and epidemiological research, 
3. Determining and highlighting urgent needs in a manner which facilitates planning 

and the co-ordination of service provision, and 
4. Research purposes, and providing a national census. 

National Census 

The National Data-Base would facilitate the production of an Annual National Census 
in respect of intellectual disability. This would require a national co-ordination and the 
Department of Health should take the initiative in this regard. 

Who should go into the Data System? 

The general principle, here, should be that only data on individuals for whom services 
for people with mental handicap are being provided and/or who need to be included 
in forward-planning should go into the data system. Accordingly, information should 
be on the system for the following. 

1. Individuals who have a moderate or severe or profound mental handicap. 

Footnote: As there are various terminologies in use (and in transition) at present, the term 
mental handicap is used throughout this document in order to be consistent. 



2. lndividuals who have a mild mental handicap and who are in receipt of a 
significant service. 

3. Individuals who have a mild mental handicap and who are expected to require to 
use a mental handicap service. 

4. lndividuals (whether or not they have any level of mental handicap) who are in 
receipt of a significant mental handicap service. 

5. Anyone who is in a psychiatric hospital with a diagnosis of mental handicap. 
6. Anyone who is in receipt of disability allowance of any kind on account of their 

mental handicap. 
7. Anyone who has a medical card or other similar benefit principally on account of 

having mental handicap. 
8. lndividuals who have a syndrome of which intellectual disability is usually a 

symptom such as Down's Syndrome. 
9. lndividuals who have a mild mental handicap (or a moderate or severe or 

profound mental handicap) who are attending ordinary schools, and who are 
receiving additional support at present, or who are likely to require such support 
in the future from a mental handicap service. 

Some individuals have a real dislike of computerized data - accordingly, any 
individual (or family) who clearly expresses the wish that information concerning him 
or her is not held in the database should have his or her wishes respected. This 
exemption will likely generate a small (manual) data set which will need to be 
considered in overall planning. 

Who should have Responsibility for the Data System? 

The Needs and Abilities Report has a clear recommendation on this: 

Since Health Boards are statutorily responsible for the provision of health 
services, it is logical that they should be responsible for ensuring that a 
comprehensive regional database is established and maintained. They may, 
however, wish to have this function discharged by a service for the intellectually 
disabled which has the capacity and experience to do so (page 48). 

Accordingly, the Health Board should have responsibility for the database in the 
region. Each Health Board should appoint a Mental Handicap (MH) Data-Base 
Committee under a chairman who reports in respect of this function to the Mental 
Handicap Co-ordinating Committee of the Health Board (see section on MH Data- 
Base Committee). 

Each Health Board should have a Regional Co-ordinator of the data-base. This 
f ~ n ~ t i o n  will be only a part of this individual's job. He or she could have an 
administrative or a professional background. This individual will work with the MH 



Data-Base Committee to achieve co-ordination between the various system 
components to ensure that data in the system is up to date. 

The data-base system could reside in a Health Board office or in an agreed office of a 
designated service provider. The location and precise details of operation should be 
decided by the Mental Handicap Co-ordinating Committee of the Health Board. 

A Health Board Region serving about 400,000 people could expect to have data on 
about 4,000 individuals on their data-base and this data-base can be adequately 
serviced by a clerical officer working half-time. The clerical officer's cost should be 
funded by the Health Board. The clerical officer could be a member of the MH Data- 
Base Committee. 

What Data should be Held? 

There are three levels of data which may be computerized in respect of individuals 
who have mental handicap. 

The first level is the Health Board Regional Planning Data Base. This includes 
demographic data, information on allowances, and all information required for future 
planning. The list of variables is given on the form, National Planning Data Form - 
Intellectual Disability, September 1993. 

The second level is a set of variables whose definitions and levels of recording are 
agreed nationally by the service agencies and which are held separately (or 
sometimes jointly where a co-operative agreement may be in place) by individual 
Services. These variables are mainly of a diagnostic nature. 

Thirdly, individual services may maintain highly specialized data reflecting particular, 
technical research interests. These variables will have no currencv outside of a 
particular service, and, accordingly, are not the subject of any ~ederation agreement 
or Health Board agreement. For example, where a specialist had a particular 
research interest in the technical chromosomal differentiation between different types 
of Down's Syndrome, the particular service could decide on the precise variables and 
levels without consultation with other services. 

The Data Protection Act 

Data held at any one of these three levels comes under the Data Protection Act and 
requires the holder to register with the Data Commissioner in respect of this data. 
Any agency which has the requirement of registering any part of their computerized 
data (such as any one of the above three levels of database) attracts additional 
responsibilities in respect of any other personal data held in any computer by the 
agency. 



The legislation protects the privacy of individuals with regard to automated personal 
data and entitles persons to find out what automated data is stored about them and, 
where appropriate, to have it corrected or erased. Its requires data users to comply 
with the following principles - 

The information contained in personal data shall be obtained and processed, 
fairly and lawfully. 
Personal data shall be held only for specified and lawful purposes. 
Personal data held for any purpose shall not be used or disclosed in any manner 
incompatible with that purpose. 
Personal data held for any purpose shall be adequate, relevant and not excessive 
in relation to that purpose. 
Personal data shall be accurate and, where necessary, kept up to date. 
Personal data held for any purpose shall not be kept for longer than is necessary 
for that purpose. 
Any individual shall be entitled to be informed, without undue expense or delay, by 
any data user whether the latter holds personal data of which that individual is the 
subject, to access such data held by the data user and, where appropriate, to 
have it corrected or erased. 
Appropriate security measures shall be taken against unauthorized access to, or 
alteration, disclosure or destruction of, personal data and against accidental loss 
or destruction of personal data. 

Normal Access 

The Director of Community Care (or a person designated by the Director) will have 
fullaccess to the data system for his or her Community Care Area. The 
Programme Manager or CEO (or a designated Health Board official) has full access 
to the data for the entire Health Board Region. The Director of Services (or other 
designated person) of any voluntary service supplying data to the system will have a 
similar access to the data concerning their own agency only. Furthermore, the CEO 
or Programme Manager, in respect of the Health Board Region; the Director of 
Community Care in respect of the Community Care Area; or the Director of Service, 
in respect of his of her service, will have available the summaries or reports listed on 
Page 19. They may choose to request some of these reports on a 'standing ordef 
monthly or quarterly basis. 

The MU Data-Base Committee and Personnel Arrangements 

A Small group of individuals from the Health Board and from the voluntary services 
should be appointed by the Health Board as a MH Data-Base Committee. The 
chairman of this committee should report in respect of this function to the Health 
Board Mental Handicap Co-ordinating Committee for the region. 



There needs to be a formal agreement between the Health Board (which has the 
responsibility) and all the services and agencies which will input information into the 
data-base. This agreement should specify the information that the services will 
provide and it should specify the arrangements for updating and the arrangements for 
providing information from the data-base to the service providers. 

The MH Data-Base Committee is responsible for taking initiatives to ensure that 
procedures are in place and working which ensure that the entire data-base remains 
current and up-to-date. The clerical officer with responsibility for entering the data 
and operating the system should be a member of the MH Data-Base Committee. 
Every service with data in the system should nominate one person to have 
responsibility for its data. 

The clerical officer should be appointed (perhaps part-time) with responsibility for 
updating the Regional System and for communicating with agency personnel on a 
regular basis. 

Requests for data from the system (except as designated under Normal Access, 
above) will be submitted on the form given on pages 10 to 13 to the chairman of the 
MH Date-Base Committee. The conditions under which data may be released are 
specified in detail on that form. Generally, access in respect of descriptive statistics 
may be readily supplied to relevant applicants but requests for data on the names 
or addresses of individuals will be refused except in those exceptional circumstances 
specified on the form and with the agreement of the MH Data-Base Committee. 

Updating the System, and Annual Audit 

The key personnel in respect of updating data are those individuals who have been 
designated by each service to have responsibility for this task. Where a Health Board 
operates a mental handicap service (or has persons with mental handicap in a 
psychiatric hospital) the Health Board should designate an individual to have 
responsibility for the data for that service or hospital. A significant number of 
individuals with mental handicap will have contact with the Health Board principally 
through the public health nurses and the system will work best if one public health 
nurse per Community Care area is designated as the 'Person Responsible for 
Updating Data'in respect of individuals in the community for whom a public health 
nurse is the principal care-giver. 

Each of these individuals - 
- Person responsible for data within a Voluntary Service, - Person responsible for data within a Health Board Service, - Person responsible for data in a psychiatric hospital, or - Public Health Nurse responsible for Community Care Area 



will have the responsibility of alerting the clerical officer of any change concerning 
individuals whose data falls within their domain, as soon as possible. Changes may 
be submitted to the clerical officer directly using the form shown on pages 9 and 10 in 
which case only the changed data needs to be specified. 

Before an agency submits a change which indicates that an individual has moved 
from another service into their service he or she should check that the person who 
was previously responsible for updating the changed individual's records is in 
agreement with the proposed change. 

This system should ensure that the data-base is kept up to date and if it is functioning 
reasonably well the data should be accurate to within one or two percentage points at 
all times. 

Once a year, possibly in September, the clerical officer should print the entire 
contents of the the data-base (one page per person) and send this by registered mail 
to the person responsible for updating. The 'person responsible for updating'should 
initial and return i f  no change is required or, if a change is required, then he or she 
should submit that change. If the clerical officer has not received a reply within a 
reasonable time, say five weeks, the clerical officer should advise the Regional Co- 
ordinator andlor the chairman of the MH Data Base Cornrniftee who will attempt to 
smooth whatever difficulty has arisen. However, the clerical officer will usually relate 
directly with the individuals concerned by telephone and, from time to time, will 
visiting the location. 

In advance of the September audit, the clerical officer will print a complete copy of the 
entire Planning Data File - this will serve as an annual bench mark and it will be 
useful in tracing the origin of any error that might arise. 

Agencies may choose to put in place a system of independent audit, where a small 
group of professional and administrative staff from other aaencies mav be invited to 
check the accuracy of a sample of their records. This kindof audit wduld serve as an 
inter-agency reliability check on the integrity of the data. 

There should be an annual meeting of Regional Co-ordinators so that they can have 
an opportunity to share problems and solutions, as difficulties arise. It will be helpful 
for the clerical officer to visit individual services and to become familiar with the 
personnel with whom they relate. 

Duplication o f  an Individual 

Initially, when the system is set up, a number of individuals will be duplicated or 
triplicated within the system, for example, Tom Connolly receiving regular visits at 



home from a Voluntary Service social worker and consequently, entered by the 
Voluntary Service may turn out to be the same individual as Thomas 0 Connaile, 
appearing on the Community Care records and with whom a public health nurse is in 
occasional contact. Tommy Conneely, occasional psychiatric hospital patient may 
turn out to be the same individual. Initially, the incidence of duplicated entries may be 
high. The clerical officer will have the task of identifying duplicated individuals and 
will use the MH Data-Base Commitfee to determine which component of services 
should have responsibility for the individual's data entry. 

The date of birth is crucial in tracking down duplicate entries and every effort will 
need to be made by services to establish everyone's date of birth. A significant 
proportion of persons in psychiatric hospitals under the diagnosis 'mental handicap' 
do not have their dates of birth remembered or recorded. 

System Required within Each Agency, and for the Regional System 

It is not necessary for every agency to have its own computer. For example, an 
agency having data on less than 100 individuals can keep that data on the form 
(National Planning Data Form - intellectual Disability, September 1993) quite 
effectively. Any agency that requires or prefers to use a computer should use a 
system which is capable of reading from or writing into a standard data file (known 
technically as an ASCII text file) and which has the capability of reading from or 
writing onto one of the two standard 'floppy' diskettes (either a DOS formatted 360K 
or a 1.2MB capacity OR a DOS formatted 3.5" diskette of either 720K or 1.44MB 
capacity). These requirements are standard in respect of most computers - nowadays 
most personal computers readily available on the market meet these specifications. 
For example, any personal computer with a microprocessor of standard 80286 or 
better, operating on a DOS system of revision 2.1, or later, would likely be 
satisfactory. 

The Health Board Regional Data System could reside on a personal computer which 
would need to have the capacity to read from or write onto either one of the two 
standard 'floppy' diskettes. This is essential if it is going to be able to interchange 
information with various agencies. 

Many data-base packages are now becoming available which have the capacity to 
handle this modest data-base and to produce the required data summaries and 
agreed standard reports. The MH Data-Base Committee should satisfy itself that the 
software selected by local agencies is adequate to the task. Ideally, an integrated 
software selection should be made within a ~ea l t h  Board Region to facilitate inter- 
agency communication. In addition, the MH Data Committee should satisfy itself that 
the software being used has an adequate degree of error trapping - and safeguards 
against the transmission of so-called 'virus' software corruption. 



On the first occasion that an agency provides data to the Regional Health Board Data 
System the agency must first apply to the Health Board for a set of Personal 
Identification Numbers (the Health Board Data Centre might assign numbers 1 to 
1,500 to one agency; numbers 1,500 to 3,000 to another agency; and so on). The 
agency can then supply either a set of forms to the Health Board Data System or they 
can supply a floppy diskette containing information in numerical sequence, client by 
client, in the agreed ASCII format. 

Subsequently, when an agency is updating the Health Board Data System it will 
again supply for those clients for which it wishes to update onlythe form entitled 
National Planning Data Review Form - intellectual Disability, September 1993 
showing only the data to be changed. When someone dies the update will include a 
date of decease and once this is entered into the Health Board Data System that 
client's file stays in the system but will be skipped by all data searches except those 
searches which specifically request the inclusion of data on persons who are 
deceased. 

Sometimes, an agency will wish to remove a client from the system entirely, for 
example, when an individual with mild mental handicap leaves a special school and 
where the agency considers that that individual will require no further follow-up or 
service thereafter. In this case the agency communicates this to the Health Board 
Data System Co-ordinator by letter. 

Where different agencies provide one individual with a day service and a residential 
service the responsibility for updating the data normally belongs to the service 
providing the residential programme. 

Training and Support 

Steps should be taken to make available a one-day training course in each region in 
connecton with the data base and its use for planning services for the future. The 
training course, organized by the Regional Co-ordinator, should cover such topics 
as: 

1. Philosophy and background, 
2. Getting the system up and going, 
3. Form-filling and other practical considerations, 
4. Using the data printouts for practical planning, and 
5. Trouble shooting. 

In general, the computer hardware suppliers provide adequate maintenance 
contracts which ensure that the computer can remain up and running 99% of the 
time. Similarly, the supplier of computer programmes and other software provides 

maintenance which is designed to ensure that the computer programmes 
contain few or no errors and that the programmes' suppliers correct any errors which 



arise in the programmes. In the same way, it would be appropriate for the Federation 
of Voluntary Bodies in conjunction with Health Boards to provide for a network of 
support which could operate between agencies to help them sort out operational 
difficulties which will, from time to time, endanger the smooth organization and 
running of the data system. Finally, a Federation Mental Handicap Data Base 
Committee should convene (perhaps once a year) to monitor progress nationally, to 
take advantage of technological developments, and to co-ordinate recommendations 
concerning suggested changes which will arise from time to time as our services 
develop. 

Evaluation and Review 

Progress on implementing a national database for planning services should be 
reviewed and evaluated regularly - initially annually. A suitably thorough evaluation 
would enable comparisons to be made between progress in different regions and 
would allow for an effective review of implementation strategy in every region. 



REQUEST FOR ACCESS TO 

THE REGIONAL HEALTH BOARD 

MENTAL HANDICAP DATABASE 

The Programme Manager or CEO has full access to the data for the Health Board Region. 
The Director of Community Care has full access for his or her Community Care Area. 
Directors of Services have full access to the database for their own services. 
Other users must make application on this form to the MH Database committee. 



GUIDELINES REGARDING ACCESS TO HEALTH BOARD REGIONAL 
MENTAL HANDICAP DATABASE 

The Programme Manager or CEO has full access to the data for the Health Board Region. 
The Director of Community Care hasfull access for his or her Community Care Area. Directors of 
Services have full access to the database for their own services. 
Other users must make application on this form to the MH Database Committee. 

1. Access to the data system is controlled by the MH Database Committee. 

2. Any staff member wishing to use the Data Retrieval System is required to make a written 
submission to the MH Database Committee outlining the reason the information is required, the 
manner in which the information will be used, and stating how the data retrieval system can 
facilitate the project. 

3. Data summaries such as age ranges, degrees of handicap, or total numbers within a region, can 
be made available readily without recourse to the MH Database Committee to designated staff 
members of the Health Board and to designated senior staff of the Voluntary Orga&ations who 
may q u i r e  such information at short notice or who may require such information on a regular 
or ongoing basis for planning or administrative purposes. 

However, any information which relates specifically to just one agency may be released only 
following consultation with and by agreement of that agency. 

4. On receiving a request for information. the chairpersonof the committee. will discuss the request 
with the other members of the committee at the earliest possible opportunity, usually within a 
day or two. The committee will satisfy itselk 

(a) That the use of the Data Retrieval System is a valid one in view of the proposed use or 
research project: and 

(b) That there is no doubt concerning violation of client confidentiality. 
If satisfied on these two point., the committee will authorize the use of the Data Retrieval 
System to assist the staff member in that panicular research project or application. 

Any information provided will be denoted by computer reference number only and will not 
include the names or addresses of clients (except under conditions at point 5, below). 

5 .  If names andlor addresses of clients are requested, the committee will satisfy itself on two funher 
points, 

(a) That names or addresses are genuinely and essentially required for the research project or 
application: and 

(b) That any approach to a client or former client or to any member of their family, arising as a 
consequence of the use of Data Retrieval System, will be sensitively and professionally 
handled and will take place only after consultation with the professional staff member who 
has been most recently concerned with that particular clientor their family members. 
Whenever lists of names and addresses are being sent by post they should always be sent by 
registered post. 

6. Requests for information concerning the Health Board Regional Data Base from people who do 
not work within one of the contributing agencies will be subject to the following provisions. 

(a) That if names and/or addresses are required by the applicant they must give a written 
undertaking that if clients or former clients or any member of their family need to be 
contacted, that they will not make direct contact themselves. Where families need to be 
contacted, the agency will make the initial contact asking the client, former client, or family 
member if they are agreeable to being contacted by the applicant. 



- 13 - 

Request for Access to Health Board Region Mental Handicap Database 

Name of Applicant: 

DepamtentlUnit and Agency (if internal request) or address (if external request) 

Data requested: 

How data will be used: 

Reason for request - please be as specific as possible, general explanations such as, 'research purposes' 
should not be used. 

(Continue on separate page if necessary) 

I f 1  am given access to this data, I underrnke to ensure the security of all information supplied to 
me. I undertake to maintain the confuintiality of all information in relation to clienls. I will not 
make any such information available, in any form, to any unauthorizedperson. If I am given 
access to names and addresses of clients, I undertake not lo contact any client or any member of 
their family, except as outlined in point 5 (a) ,5  (b), and 6 (a) of the guidelines regarding access to 
computer data. I have read these guidelines and understand the conditions which are specified. 

Signature of Applicant: Date: 

Date Request Considered by MH Database Committee: 

Decision of MH Database Committee: 

Any Conditions which are to be applied to the request: 

Signed on behalf of MH Database Committee: 

Date: 



DATABASE SUMMARIES AND REPORTS 

These summaries and reports are available on request or by 'standing order' weekly or 
monthly. 

Table giving age by degree of handicap for the total group. 

Histogram showing age by degree of handicap for the total group. 

Table giving age by degree of handicap for any sub-group (such as people aged 
between 15 and 29 who have a severe level of handicap). 

Histogram showing age by degree of handicap for any sub-group (such as people who 
have a severe level of handicap who live at home). 

Table giving County (32 counties plus overseas) in which people from 'this' Health Board 
Region receive services (numbers and percentages) - shown separately by degree of 
handicap. 

Table giving County in which people receive services (32 counties plus overseas) from 
'this' Health Board - shown separately (and in total) by degree of handicap. 

Analysis of future needs of the total group. Each individual who has a future need listed 
is named and the service he or she requires is highlighted. Individuals are grouped by 
planning sub-area (variable 12). A summary of future needs is given for each planning 
subarea and for the total group. For each individual listed his or her current placement 
is given. A summary of these current placements (which would be vacated if the future 
need were met) is given for each planning sub-area and for the total group. 

In every case the future needs are shown (and summarized) in relation to the year in 
which the new service is required. 

Analysis of future needs (as described at 9 above) for any sub-group (such as people 
who live at home and who have a profound degree of handicap). 

Age by degree of handicap of everyone listed with a current year service requirement - 
for the total group. 

10. Age by degree of handicap of people listed with a current year service requirement - for 
any sub-group (such as people aged 66 and over who are living at home). 

'1. Table giving data on age, degree of handicap, and day and residential placement of 
individuals who have died since 1 January of the preceeding year. 



NATIONAL PLANNING DATA FORM - INTELLECTUAL DISABILITY 
s.P.mbr, 1903 

3. Ad- 203. Next of kin address ................................... ... ............................................... 
4. Address 204. Next of kin address 
5. Address 205. Next of kin address .- .-. 

6. Address - 206. Next of kin address 
7. Address (county) . .  207. Next of kin address (county) 

. ...... ...... 8 Dateof Binh I .... r ...... I ...... I ..... ..1..... I... .I.. I 8A. Year of birth (where the DOB is unknown) I I I 

9. Health Board Region 1 ...... 1 
lo. Communitv Care Area I ...... I...... I I Use date format DD-MM-YY. For example, 1 July. 1945 1 . - 

...... ...... ...... 1 I. Sub-area @ED) within fhe Health Board region I I I I I is coded thus: 01-07-45. 
12. Planning area within the Health Board I ...... I ...... I 

..... ...... ...... ...... ....... 13. P e d  identification number I I I I L... L I 
..... ...... ...... ...... ..... ...... 14. RSInumber I I..... r r I.... I I I 

...... 15. Sex 1 = nulo 2 =female 1 1 

16. Degree of handicap I ...... I 
1 = narml m g c  2 = bordcrlinc 3 =mild 4 =moderate 5 = rcvcre 6 = pmfound 0 = DK 

Current Service Provision 

20. Principal agency providing a day senice (Appendix A) I ...... I ...... I ...... I 
21. Type of main day service (Appendix B) I ...... I ...... I 
22. Current level of day service supervision 1. 2. 3. 4. 
23. Type of secondary day service (Appendix B) I ...... I ...... I 

24. Principal agency providing a residential service (Appendix A) I ...... I ...... I...... I 
25. Type of main residential service (Appendix B) I ...... I ...... I ...... I 
26. Current level of (main) residential supervison A. B. C. D. 
27. Type of secondary residential service (Appendix B) I ...... I ...... I ...... I 
28. Current level of (secondary) residential supervision A. B. C. D. 

Future Service Requirements 

30. Day service required (Appendix B) I ...... I ...... I 
3 1. Level of day supervision required 1. 2. 3. 4. 
32. Year in which chi day service is required I ...... I ...... I ...... I ...... 1 

33. Day service required - contingency plan I ...... I ...... I 
W. Level of (contingency plan) day supervision required 1. 2. 3. 4 

40. Residential service required (Appendix B) 1 ...... I ...... I ..... .I 
4 1. Level of residential supervision required A. B. C. D. 

...... ...... 42. Year in which this residential service is required I ...... I I I...... 1 

43. Residential service required - contingency plan I ...... I ...... I ..... .I 
44. Level of (contingency plan) residential supervision required A. B. C. D 

Coding for variables 22.31 & 34 
Levell: Sufflodiuu=l m10+ 
Level2  Betwcmlto6drlw9 
Lcvel3: &twcm1102&1wS 
Led  4: 1 to 1 or above 

Coding for variables 26.28.41 & 44 
L e d  A: Minimum -no deep-in 
Level B: Staff on duty most of the time 

plus sleepin 
Level C: Two ruff on duty plus sleepin 
Level D: Two staff an duly 

plus owduty night staff 

...... 100. ofcompkion I ...... I ...... I......I ...... I ...... I ...... I ..... r ...... I 110. Allowances - medical card 1 1 
101. o f m s f e r  I ...... I ...... I ...... I ...... L .... I..--.J ...... I ...... I I... ... I 11 1. Allowances - DPMA 
l ~ ~ ~ o r d e t e t i o n  1 ...... I ...... I ...... I ...... I ...... I ...... I ...... I ...... I 112. Allowances - RMA I ...... I 

..I... ...... ...... ...... ...... ...... ...... ...... Io3. Date Ofdeecase I I I I I I I I I 113. Allowances - DCA I...... I 
...... ICU. List A - undefined at present I I 114. Allowances - to be specified I I ...... 
...... Io5. L i  Fj - undefined at present I ...... I 115. Allowances - to be specified I I 
...... I". C - undefined at present I ...... I 116. ~llowances - to be specified I I 



y Programme 
t k e i w s  no day sewice 
~ o m e  support level one - about once a month 
Home support level two - about once a week 
Homesupporl level three - more oflen than once a week 
Ordinary preschool 
Specla1 preschool for intellectual disability 
Ordinary school 
Spedal dass - primary level 
Sndal dass - secondaw level -r-- - I. Spadnl na lha l  school 

, Chad Education and Development Centre (Programme for Ch~ldren with Severe or Profound Mental Handicap) 
! Genericvocational training (e.g. FAS, Work Expenence, VEC. CERT) 
I. Sprdal vocational training centre - such as short-term training 
I. Adivstkn CentrelAduit Day Centre (Programme for Adults with a High Dependency) 
5. Programme for the Aged 
5. Spedal high support day sewice (e.g. relating to challenging behaviour) 
bu than 1 : 1 staff ratio 

7. Spedal intensive day senrice (e.g. relating to challenging behaviour) 
1.: t sldl ratio contact or greater 

8. Shehered w o k  centre - may include long-term training schemes 
0. Shekered empbyment centre (receives pay and pays PRSI) 
0. Enclave wZhin open employment 
1. Supported employment 
2. Open empbyment Distinguish between 'employment' which has real wages 
3. ah01 appropriate to the work done and 'work' for which real 

?esldentlal Programme 
At homo with both parents 
At home, singleparent family 
At homo with sibling 
At home with relative 
UWS with mn-relative (e.g. neighbour or family friend) 
AQpton 
hsior  Care (indudes 'boarding-oul' arrangements) 
Wng independently 
LiVhg semi-independently - maximum 2 hours supervision daily 
Vagrant or homeless 

5day wmmunity group home -goes home for holidays 
7day wmmunily group home - goes home for holidays 
7 - d ~  X 52-week community gmup home 
Sday village typelresidential centre -goes home for holidays 
?day vilhge typelresidential centre -goes home for holidays 
7day X 52-week village-typelresidential centre 

f'Iychiabic Hospital 
Olher intensive placement with special requirements due to challenging behaviour 
merintensive placement with special requirements due to profound or multiple handicap 
Miday residential placement 
Crhk and Relief Centre 
C h a S b M  respite care with a host family in a scheme such as Home Sharing or Share-a-Break 
Shard Cafe or guardianship (usually 5 or 7 days per week) 
% u b  Part-time care - 2-3 days per week 

W-t ime care - every weekend 
R o ~ u h  Part-time care - akernate weeks 
(Mu 

Counties ... 
0. h t  know 
I.Lhblin 
2 wicklow 
3. Kilduc 
4. sligo 
5. Ldldm 
6. h e p l  
7. W c k  
8. I 3 r e  
9.TIppc~yNanh 
10. Con 
1I.Kmy 
12 Wa&=d 
13. &low 
14. W d d  
15. K i l t m y  
la Ti- south 
17.L.d. 
18. ORdy 
19. lmgfod 
7.0. Wervnath 
21. Gllvay 
7.2 =yo 
23. R-mm 
24. C.vm 
2.5. Muth 
26. h!h 
27. Mrnaghun 

28. An& 
29. Amugh 
30. Dam 
3l.Formnrgh 
32  T m s  
33. am 
2-4. Briuin 
3s  FRna 
3 6  Omnany 
37. Belgium 
38. lk Ncthcrhd 
39. Dcmna* 
40. h m b o u r g  
41. S p i n  
4 2  Ponugd 
43.0rsssc 
44. luly 

45. &ha 





Guidelines for the National Database for Planning Services for 
People with Intellectual Disabilities or Mental Handicap 

OLtlbnWD 

The Planning Variables Defined and Described 

Vorlobk 1 - surmmc 
'Ihir is thc surname normally used by the individual concerned. 

V & b & 2  -FlrsrNamc 
TWI h thc f d  name normally used by the individual concerned. 

Vorhbk 201 - Previous S u r ~ m e  
Thir h surname (iany) normally used by the individual belore he or she commenced using the surname 
glyon in variable 1. 

Variable 3,4,5,6 -Address Line One ,Two, Three, Four 
Thu dm to the address where the individual slays most nights, but always use variable 7 lo record county. 

Variable 7 -Address Line Five 
Give thc name of the county in which the individual lives most nights. 

Variabk 2@,2204,205,206 -Next of Kin Address Lines One lo Four 
Olvw thc address where the next of kin resides most nights, but always use variable 207 to record county. 

Varlobl# 207 - N e u  of Kin address Line Five 
Givca chc county (or country) in which the next of kin resides most nights. These variables do not actually 
klcnlify 'ncxt of kin' as this would i n d u c e  certain 'Data Protection Act' considerations. The purpose is 
gcOgmphical - lo indicate the community location with which the individual has the strongest links. 

Vatiabl# 8 - Date of Birth 
'Ihic il thc full dale of binh as verified by reference to a Birth Certificate or Baptismal Cenificate. This is 
impaunt data and agencies must make every eflon to supply it accurately. If it proves impossible to supply a 
dus dbinh but the age of the individual is known (or estimated) then the year of birth should be recorded in 
v u & k  8A (this facilitates specific 'date-handling' processes in some softwares by allowing variable 8 to be a 
mmd date field). Use data format DD-MM-YY; for example, 1 July, 1945 is to be coded '0107-45'. 

Vorhblr 8A - Year of Birth where DOE is Not Known 
?%iS v r h b k  i.5 used only when the year of birth is known or can be estimated and where the full date of birth 
Qwl be ascutained. Use the format YY; for example, 1945 is to be coded '45'. 

vuhb* 9 - Health Board Region 
individual is over 25 years old this identifies the Health Board Region in which the individual lives 

- d h  h e .  Where the individual is under 25 years this variable identifies the Health Board Region which 
idcnlikd a rhe family home. Use one digit: EHB = 1; MHB = 2; MWHB = 3; NEHB = 4; NWHB = 5; 

16; SHB = 7; WHB = 8. 

"u13* 10- C~lIllIluniIy Care Area 
Tbir wkd by the local Health Board to facilitate co-ordinating its mental handicap services with olher 

Use two digits - EHB Area 1 = 01; EHB Area 2 = 02; EHB Area 3 = 03; EHB Area 4 = 04; 
WtBAra 5 EHB Area 6 = 06; EHB Area 7 = 07; EHB Arm 8 = 08; EHB Kildare = Q9j EHB Wicklow 

I$ SEHB Ca~~Ow/Kilkenny = 11; SEHB Tipperary (SR) = 12; SEHB Waterlord = 13; SEHB Wcxford = '': C a t  ~ o n h  ~ e e  = 15; SHB Cork South ~ e e  = 16; SHB Nonh Cork = 17; SHB West Cork = 18: SHB wr MWHB Limerick = 20; MWHB Tipperary (M) = 21; MWHB Clare = 22; WHB Galway = 23; - 
a 24; WHB Roscommon = 25; NWHB Donegal = 26; NWHB Sligo/Leiuim = 27; NEHB 

= 28: NEHB Louth = 29; NWHB Meath = 30; MHB LaoisIOffaly = 32; MHB 
=lh = 32, 



VarLlble I1 - Sub-Area within the Health Board Region 
This number .should identify the Dismct Electoral Division where the person usually resides. Some regions may 
choose noc IO code Variable 11. 

V&b[# 12. p&nning-Area within the Health Board Region 
Wtr n u m b  is used for planning purposes only and it describes the individual in terms of the town or city 
di&~ in which lhey would most likely prefer to avail of a service. Use two digiu -areas to be agreed within 
e r h  HaWl Bard Region. 

Varbble I3 P e r s o ~ l  Identifiation Number 
Thb numw is assigned by the. Heallh Board to each individual and does not change therraf~er even if an 
individual mow from one Health Board to another. However, if an individual comes off the data system 
enltely, then the number associated with that individual is available to be re-assigned to another individual. Use 
six d i g h  ihe minima and maxima for each Health Board Region is as follows: 

EHB 
MHB 
MWHB 
NEHB 
NWHB 
SEHB 
SHB 
WHB 

VaIjoble 14 - RSI Number 
Ihis n u m b  should be given in full if it is known - otherwise lcave blank. 

Varbble IS Sex 
I = male 2 = female 

vub& 16 -Degree of Handicap 
-Id namally be established by psychological assessment and should be encoded as fol10ws: 

1 * RngC 2 5 borderline 3 = mild 4 = moderate 5 = severe 6 = profound 0 = DK 

m individual is functioning 'below the average range' but who is 'above the mild range' he or she should 
k ?: B'ke aperson is described as 'on the borderline level between mild and moderole learning 
m d ~ '  v a l ~  &%ociated with the more serious handicap should be used - in this case 'moderate' = 4. 

v* 20 - P h c i p a l  Agency Providing Day Service 
f~ a Agency is assigned a number for the purpose of the data system (Appendix A). Where more * rtay Provides a day service then they must agree (perhaps with the help of the MH Data Base CO- 

*hich one of them will take responsibility for the individual's planning data. 

v- 21 udU - Types of Main and Secondary Day Service 
ciJLd* Appendix B, see the examples given. 

3I a 34 - Level of Day-Service Supervision Required 

"-ID c& variables 22.31 & 34 if there is to be any attempt to cost future requirements. Variables 22. 
) l & f r a q b , ~  

I '- S ~ ~ i o n  - the individual can work (or follow a training programme) with a low staff:  client 
-.q I: lo+. 



2 Low Supervision - the individual can work (or follow a training programme) with a low level of 
supervision; a staff: client ratio between 1 : 6 and 1 : 9. 

3. Moderate Supervision - the individual can work (or follow a training programme) with a moderate staff: 
client ratio - say between 1 : 2 and 1 : 5. 

4. High - the individual requires at least a 1 : 1 level of supervision (that is to say, one staff member or more 
than one is usually required for this particular individual). 

Vatiable 24 -Principal Agency Providing Residential Service 
Coded from Appendix A. 

Variables 25 and27 - Types of Main and Secondary Residential Service 
Coded from Appendix B, see the examples given. 

Variables 26,28,41 & 44 - Level of Residential Supervision Required 
It is cwial tocode the level of residential supervision the individual requires or will require - without this the 
residential provision cannot be costed. The levels of supervision considered are: 

A. Minimum Supervision - use Lhis category to describe situations varying from where a staff member merely 
comes in to have meals with the individual in the evening - up to a level of supervision where there is a staff 
membex on duty from 8 - 10 in the morning and from 4 until mid-night but where there is nobody sleeping 
in. 

6. Low Supervision -use this category where there is a staff member on duty in the group home most of the 
time and where there is a staff member sleeping in (though not on duty he or she is 'on call? over-night. 

C. Moderate Supervision - this category describes a situation where there are two stan members on duty in 
the group home when the residents are present. There is a staff member 'sleeping in' over-night, each night. 

D. High Supenision - in this category there are two staff members on duty when the residents are present. In 
addium to this, there is a staff member throughout the whole night, every night. 

VARIABLES 30-44 -SERVICE PLANNING FOR THE FUTURE 

There should be an inter-agency multi-disciplinary Liaison Group in each Health Board Region (or planning sub- 
area) wih responsibility for validating variables 30 and 40 and for co-ordinating future plans. The Chaman of 
this Liaison Group ~ p o m  to the Mental Handicap Co-ordiiating Committee in respect of this function. The 
~ a i s o n  Group will invite formal relevant repom on every individual for whom future needs are identified for the 
current year. In general, future residential needs are coded in variable 47 (contingency planning). 

Future residential needs are coded at 42 if and only il: 

1. The year in which the need will arise is definitely known, and 
2. It is !mown that the individual (and family) will accept the place, ifoffered. 

Where there is any doubt about the year in which the sewice is required or if the placement will be required 
upon death (or disablement) of a family carer. the future need should always be coded at 43 & 44. Every 
effon must be made to maintain the strictest discipline in respect of not using variables 40 to 42 except as 
indicated - otherwise, it will not be possible to plan in an orderly way for future needs. Accordingly, the co- 
ordinator must ensure the integrity of data entered under any of these headings by: 

1. Close contact with the Community Mental Handicap Team, or local liaison group, or equivalent: 
2. Close contact with services where a person with mental handicap is receiving a service and is due for 

graduation out of that programme to another programme; and 
3. Yearly updates in respect of services required, day or residential, should be on an agreed date in the fust 

Warier of the calendar year, perhaps March I. 



V&lc 100- Date of Completion or of Most Recent Update or Review 
Thb refleas either the date of entry (if the data has not been altered), or else the date when the most recent 
change was made to an individual's data, or the date of most recent review of the data. 

V&b& 101 - Date of Transfer 
When an individual transfers to another Health Board Region the date of transfer out of the region should be 
at& hac. On that date the data ceordinator in the Health Board Region to which the individual has moved 
should be notified of this transfer. Once a date has been entered at variable 101 the computer programme wiU 
skip this individual on all searches except where it is specified that those with a date of transfer should be 
included In the diskettes sent by Health Boards to the Department of Health, data 
concaning individuals who transferred out of the region in the preceding year should be included with their 
datu of transfer. Data concerning individuals transferred from a region longer than one year should not be 
n(umed to the Depanment. 

Varbbl. 102 -Date of Deletion 
When an individual is to be deleted from the database a date is entered at Variable 102. Thereafter, the computer 
programme will skip this individual on all searches except where it is specified that those with a date of deletion 
should be included. In the diskettes sent by Health Boards to the Depanment of Health, data concerning 
individuals who have been assigned a'date of deletion' in the preceding year should be included - with their dates 
d &letion Data concerning individuals deleted longer than one year should not be returned to the Deparunent 
This pmeess allows for the restoration of the data of an individual who having had a date of deletion entered is 
q u i d  to be returned to the database within any one-year period. 

vorbb& 103 - Date of Decease 
When an individual dies his or her date of decease should be entered here. Thereafter. the computer programme 
wilt skip this individual on all searches except where it is specified that those with a date of decease should be 
imluded In the diskettes sent by Health Boards to the Department of Health data concerning individuals who 
died in the pnceding year should be included with their dates of decease. Data concerning individuals dead 
h g c r  than one year should not be returned to the Department. 

V W W U  104 to 106 Lists A to C 
vmiables. coded 0 or 1, are undefined at present. They will be defined by the Department of Health in 

due mcrnc 

vuhblr 110 -Allowances - Medical Card 1 = Yes 2 = No 3 = Don't know 
vorhbb 111 - AUowances - DPMA 1 = yes 2 = No 3 = Don't know 
vuhbk 112 - AUowances - RMA 1 = yes 2 = No 3 = Don't know 
y e  I13 -AUowances - DCA 1 = y e s  2 = No 3 =Don't know 
v.rL)* 114 - AUomnces - To be Specified 1 = y e s  2 = No 3 = Don't know 

115 - AUowances - To be Specified 1 = yes 2 = No 3 = Don't know 
vm 116- Allowances - To be Specified 1 = y e s  2 = No 3 =Don't know 

11 O code w h  allowance which the individual receives, separately. 



Some Examples to illustrate the Completion of the National Planning Data Form - 
Intellectual Disability, September 1993 

Example One 

Variables I, 2 & 201 
The first example is Tommy Kelly for whom we do not have a previous surname. 

Variable 3 - 7 
His address is 10 Munster Avenue, Galway - and the name of the county is entered in variable 7. 

Variables 203 - 207 
His next of kin address is Ahascragh, Ballinasloe. Co. Galway - and the name of the county is entered at variable 
207. 

Variables 8 & 8A 
We do know Tommy's Kelly dale of b i  - the 5th November. 1952 and this is recorded '06-1 1-52'. We make no 
entry at variable 8A. 

Variable 9 
Tommy lives in the Western Health Board area, coded '8'. 

Variable 10 
Tommy lives in Co. Galway which is the Community Care area '23'. 

Variable II 
The District Electoral Divisions are not being coded in the Western Health Board region so this is left blank. 

Variable I2 
Co. Galway is divided into ten planning regions and Tommy would like to receive his future services, if any, in 
area '04' - Galway City West 

Variable I3 
Tommy was assigned the personal identification number '800179' by the Health Board when this system was set 
up. Tommy does not know hi RSI number and it is not known to his family or workshop manager - it isn't 
known whether or not Tommy has an RSI number. Accordingly. it is left blank at present. 

variable 15 
Tommy is male, coded '1' 

Variable 16 
Tommy is functioning at the level of mild learning difficulty, according to his most recent psychological report 
which was canied out in 1974. 
Variable 20 
He is presently in a day service run by the Brothers of Charity Services in Galway. 

Variable 21 
He doesn't receive wages for work done - he gets the DPMA so his main day service is coded as a sheltered work 
centre - '18'. 

Variable 22 
Tommy works with fourteen others and two staff members on a fumilure assembly project. 



Variable 23 
Tommy is not linked to any other day service so variable 23 is left blank. 

Variable 24 
Tommy doesn't have a residential service from any agency. 

variable 25 
Variable 25 is encoded '103' to indicate that Tommy is living at home with a sibling. 

Variable 26 
Variable 26 is left blank as Tommy is not in a residential service. 

Variable 27 
Tommy is not in receipt of any secondary residential service. 

Variable 28 
As he is not in receipt of a secondary residential service variable 28 is left blank. 

variables 30 to 34 
As far as can be determined at present. Tommy will continue to attend at his present workshop for the indefinite 
future. Accordingly. he has no future day service requirements and variables 30 - 34 are left blank. 

Variables 40 to 42 
As far as can be determined Tommy is happy to continue living with hi sibling in 10 Munster Avenue and his 
sibling is happy with that arrangement. Accordingly, Tommy has no specific residential requirement for the 
indefmite future and variables 40 to 42 are left blank. 

 variable^ 43 & 44 
It is known that Tommy requires a substantial level of supervision from his sibling and that it would not be 
appropriale for him to live independently should his sibling die or become incapacitated. Should that 
circumstance arise, Tommy would require a seven-day community group home for 52 weeks of the year and in 
that group home, he would require very little supervision. Accordingly variable 43 is coded '125' and variable 44 
is coded 'A'. 

Variable 100 
This form was completed on 11 September, 1993. 

Variable 101 - I06 
Tommy has not transferred out of this region; nor been deleted, nor has he died; and he is not on list A. B or C. 

Variables 110 - 116 
Tommy is in receipt of the DPMA and he has a medical card. As far as is known he has no other allowance. 



Example Two 

Variables 1,2, & 201 
The person selected as the second example is Michael Connolly who not known to have had any previous 
surname. 

Variables 3 - 7 
Michael is a patient at St. Mary's Psychianic Hospital in Newbridge, Co. Kildare. Kildare is entered at variable 
7. 

Variables 203 - 207 
Michael has no known next of kin. 

Variable 8 & 8A 
Michael's date of birth is not known and cannot be found in the records on the ward or in the hospital. 
Accordingly, variable 8 is left blank. Michael himself says that he is forty years of age but those staff who know 
him best think that he is about ten years more than that. Accordingly. 43 is recorded at variable 8A. 

Variable 9 
Michael resides in the Eastern Health Board area. 

Variable 10 
Michael is in Kildare which is the Eastern Health Board Community Care area '08'. 

Variable 11 
The district electoral divisions are not coded in this Health Board Region so variable 11 is left blank. 

Variable 12 
Michael knows Newbridge quite well and any future services should, if possible, be based in Newbridge which is 
planning area No. 15. 

Variable 13 
Michael has been assigned the personal identification number 100008. 

Variable 14 
Michael does not have an RSI number so this is left blank. 

Variable15 . 
Michael is male so variable 15 coded '1'. 

Variable 16 
According to an assessment caxried out on Michael in 1988 he functions at the moderate level of learning 
difficulty so variable 16 is coded '4'. 

Variable 20 
S t  Mary's Hospital is coded '051'. 

Variable 21 
Michael spends most of his time on a large day ward with about 22 other men and this is referred to within the 
hospital as 'activation'. Accordingly, it is coded '14' at variable 21. 

Variable 22 
Michael is usually in receipt of a suff to client ratio of 1 : 12 - accordingly variable 22 is coded '1'. 



Variables 23 & 24 
Michael is not in receipt of any secondary day sewice. 

Variable 25 
St. Mary's Hospital is classfied as a psychiatic hospital so variable 25 is encoded '170'. 

Though there is only one nurse on duty in Michael's Ward, overnight and it might seem that this is a minimum 
level of supervision;variable 26 is encoded 'D' because there is, in fact, a staff member on duty all night every - 
night. 

Variables 27 & 28 
Michael is not in receipt of any secondary residential service. 

Variable 30 
Michael is recommended for an activation programme in the community and accordingly, variable 30 is encoded 
74'. 

Variable 31 
It is recommended that Michael should be given a staff to client ratio of 1 : 5, initially though it is generally felt 
that when he gets used to a community activation programme much less supervision would appropriate. 
Accordingly. variable 31 is encoded '3'. 

Variable 32 
It is recommended that Michael should be moved to a community day placement immediately - accordingly 
variable 32 is encoded '1993'. 

Variables 33 & 34 
As Michael's specific day needs are known variables 33 and 34 are left blank. 

Variable 40 
A seven-day community group home, 52 weeks of the year, is recommended for Michael. 

Variable 41 
While there would need to be a staff member in the group home most of the time while Michael is there one staff 
member would be sufficient and there would be no requirement for a staff member to be on duty overnight 
Accordingly, variable 41 is encoded 'B'. 

Variable 42 
The move to the community group home is recommended for Michael, immediately - so variable 42 is encoded 
'1993'. 

Variables 43 & 44 
As Michael's specific needs are known and as he can stay where he is until his specific needs can be made 
available there is no contingency plan for him and variables 43 and 44 are left blank. 

Variables 100 - 103 
This form was completed for Michael on 12 September, 1993 and he has not been aansferred; deleted, nor has 
he died. 

Variables I04 - 106 
Michael is not on list A, B, or C so these are left blank. 

Variabk~110 - 116 
Michael has a medical card and is not in receipt of any oher allowance. 



Example Three 

Varinbles 40 - 42 
Mary is living at home with her widowed father, a man who suffers from severe depression and has periodic 
admissions to the psychiatric hospital. It is considered inappropriate fa her to continue living with her dad full- 
time and a five-day group home with minimum supervision has been recommended for Mary, immediately. 

Variables 43 & 44 
If her father died or for any reason could no longer continue to maintain his 'Council' house, Mary would 
immediakly require full-time residential care in a community group home with minimum supervision. 

Example Four 

Var iabb  20 - 23 
Margaret Murray, a very challenging thirty-year-old woman Lives at home with both parents and her only service 
is a visit once a week from the multidisciplinary team, sometimes a social worker and sometimes a psychologist 

Variables 30 - 32 
Margaret's parents were offered a placement for her some years ago and they declined this. They continued to 
indicate that they would not accept any placement, day or residential. 

Variables 33 & 34 
However, if Margaret's mother died or became incapacitated she would require a very intensive programme 
because of her challenging behaviour - so variable 33 is encoded '16'; and she would require a particularly 
intensive level of supervision - so variable 34 is encoded '4'. 

Variables 40 to 42 
Margaret's parents have refused and continue to refuse any residential help for Margaret. 

Variables 43 & 44 
If Margaret's mother died or became incapacitated, Margaret would immediately require an intensive placement 
with special requirements due to challenging behaviour and she would require swff on duty at all times including 
overnight 



NATIONAL PLANNING DATA F0R.M - INTELLECTUAL DISABILITY 

14. RSI number I-."I ..... .I I ...... I ...... I I ...... I ..... .! 
15. Sex I =nuk  2=fcmJe  1 . h  

16. Degree of handicap d.~  
t = nanul m g e  2 =borderline 3 =mild 4 =modcrate 5 =severe 6 = pmfound 0 = DK 

7- 1. Surname &aY- 2. Ant Name ---- QjL_ 
201. Previous Surname 
3. Address L Q M ~ ~ L E L ~ P - - A ~ L  203. Next of kin address .--fi..h..&~~-C!&~k 
4. Address 2 k . C L  &%Y- 204. Next of kin addrw . - . & q l . L ~ 3 . c c . ~ . 1 ~  ....... Y Y Y . Y Y ~ - - Y Y ~ Y  

5. Address 205. Next of kin address 
6. Address 206. Next of kin address 
7. Address (county) GA-~!-!?-)! 207. Next of kin address (county) .-&Ue 
8 Date of Birth 1.0.1 ..d .I ...... l..~..l..~..l......l.~l...& 8A. YW of birth (where the DOB is unknown) I ...... I ...... I 
9. Health Board Region I.& 

Current Service Provision 
..... ...... ..... IT  2 0 1  20. Principal agency providing aday service (A ndix A) 1 1 1 .I 

2 1. Type of main day service (Appendix B) I I.. .I 

22. Current level of day service supervision 1. 0 3. 4. 
23. Type of secondary day service (Appendix B) I ...... I ..... .r 
24. Principal agency providing a residential service (Appendix A) I ...... I ...... I ...... I 
25. Type of main residential service (Appendix B) I..!..I..~.I~.I 

26. Current level of (main) residential supervison A. B. C. D. 
27. Type of secondary residential service (Appendix B) I ...... I ...... I ...... I 
18. Current level of (secondary) residential supervision A. B. C. D. 

10. Community Care Area 1.~~3.1 
...... ...... ..... 11. Sub-area @ED) within the Health Board region I I I I 

Future Service Requirements 

UK date format DD-MM-YY. For example. 1 July. 1945 
is coded thus: 01-07-45. 

30. Day service required (Appendix B) I ...... I ...... I 
3 1. Level of day supervision required 1. 2. 3. 4. 
32. Year in which this day service is required I ...... I ...... I ...... I ....... l 
33. Day service required - contingency plan I ...... I ...... I 
34. Level of (contingency plan) day supervision required 1. 2. 3. 4. 

12. Planning area within the Health Board I.~.I.!~.I 

13. P e r d  identification number 1.8. .I.Q.I.Q..!...I.~..I..% 

30. Residential service required (Appendix B) I ..... .I ...... I .... ..I 
41. Level of residential supervision required A. B. C. D. 
42. YW in which this residential service is reauired I ...... I ...... I.... A,... 1 

33. Residential service required - contingency plan I..I..I..&.I.~I 

14. Level of (contingency plan) residential supervision required @ B. C. D. 

Codmg for variables 2 2  31 & 34 

Lcvell: S l a f f t o c l i ~ = 1 t o 1 0 +  
M 2 :  B e t w c m l u , 6 & l t o 9  
Levcl3: Betwcm1102&Ito5 
Level 4: 1 to I or above 

Coding for variables 26.28.41 & 44 
Level A: Minimum - no sleep-in 
Level B: Staff on duty most of thc time 

plur sleepin 
Level C: Two s t d f  ai duty plur sleepin 
Level D. Two mff m duty 

plus on-duty night staff 

100. Date of completion I .. 1.1 .~.I......I.el(l.l.d.l3..1 110. Allowances - medical card 1 ...... I 1 

101. Date of uansfer I ...... I ...... I ...... 1 ...... I I ...... I ...... I ...... I 11 1. Allowances - DPMA I..L.I 
...... ...... ...... ...... ..... .... ...... ...... 102. Date of deletion I I I 1 1 ,I.. I I I 112. Allowances - RMA I... ... I 

...... ...... ..... ...... 103. Dale of decease 1 1 I I 1 I ......-;.1 113. Allowances - DCA I... ... I 
104. L i t  A - undefined at present I ...... I 114. Allowances - to be specified I ...... I 

- ...... 105. List B undefined at present l......~ 115. Allowances - to be specified I I 
- ...... 106. List C undefmed at present I......! 116. Allowances - to be specified I I 



NATIONAL PLANNING DATA FORM - INTELLECTUAL DISABILITY 

1. Surname 2. Fist Name 

...... ...... ...... ...... ...... 14. RSI number I ...... L I I I I ..-..I I I 

15. Sex l =male 2 =female 1.h 
16. Degree of h a n d i  l.!h Levell: Sufftoclimt=1lolo+ 

Level2 B a w o n 1 l o 6 & 1 l o 9  
1 =normal m g e  2 =borderline 3 =mild 4 =moderate 5 = reven 6 =profound 0 = DK L ~ d 3 :  B a w ~ I m 2 B l t o 5  

u 201. Previous Surname -------- 
3. Address . & d & . . k k  203. Next of kin address ....................................... 

4. Address . ............................. 204. Next of kin address .................................................................. 

5. Address 205. Next of kin address 
6. Address ............. 206. Next of kin address ...................................................... 
7. Address (county) &.rJ& 207. Next of kin address (county) 
8 Date of Binh I ..... I ...... I..-..! ..... L.. ...I . I .  I 8A. Year of birth (where the W B  is unknown) 1.!b.3.1 
9. Health Board Region 1.0.1 

Level 4: I lo 1 or sbovc 
Current Service Provision or/ Coding for variables 26 .28.41 & 44 
20. Principal agency providing a day service (Appendix A) I ...... I...... I ...... I 
21. Type of main day service (Appendix B) I.!. ..&.I 

Level A: Minimum -no dcapin 

0 2. 3. 4. 
Level B: Su[f on duty most of the time 

22. Current level of day service supervision plus rk+n 
23. Type of secondary day service (Appendix B) I ...... I ...... I Level C: Two ruff m duty plus sleepin 
24. Principal agency providing a residential service (Appendix A) I ...... I ...... I ...... I Levd D: Two ruff en duty 

25. Type of main residential service (Appendi B) I..L..I.%..Q 
26. Current level of (main) residential supervison A. B. C. @ 
27. Type of secondary residential service (Appendix B) I ...... I ..... .I ...... I 
28. Current level of (secondary) residential supervision A. B. C. D. 

Future Service Requirements 

30. Day service required (Appendix B) I~..I..%I 

31. Level of day supervision required 1. 2 . 0  4. 
32. Year in which this day service is required l.~..I..%.f d..I 
33. Day service required - contingency plan I ..... .I ...... I 
34. Level of (contingency plan) day supervision required 1. 2. 3. 4.  

... 40. Residential service required (Appendix B) 1.1 l.&.l.S 
41. Level of residential supervision required A. @ C. D. 

... 42. Year in which this residential service is required I.! I.%.I.%~..I 

43. Residential service required - contingency plan I ...... I ...... I ...... I 
44. Level of (contingency plan) residential supervision required A. B. C. D. 

10. Community Care Area I.Q.J..~.~ 
..... ...... ...... 11. Sub-area (DED) within the Health Board region I .I I I 

1 0 9 - 9 3  ...... 100. Date of complet~on I ...... I ...... I... -..l..... I..... I.. -..I.. ..I 110. Allowances - medical card 1 ...... 1 I 
101. Date of uansfer I ...... I ..... .I. J.... .. 1 ...... I..-..I ...... I ..... .I 11 1. Allowances - DPMA I ...... I 

...... ...... ...... ...... ...... ...... ...... 102. Daw of deletion I I I..-..I 1 1 I I I 112. Allowances - RMA I ...... I 
..... 103. Date of decease I ..... J ..... .I..--.J ..... .L .... I..-..I ...... I ...... I 113. Allowances - DCA I. I 

104. List A . undefined at present 1 ...... 1 114. Allowances - to be specified I ...... 1 
...... 105. List B . undefined at present I ...... 1 115. Allowances - to be specified I I 

- ...... 106. L i t  C . undefined at present 1 ...... I 116. Allowances to be specified I I 

Use date format DD-MM-YY. For example. 1 July. 1945 
is coded thus: 01-07-45. 

12. Planning area within the Health Board 1.1 ... I.% 
13. Personal identifiwrion number I..~.J.Q.I...~...~.I.~.I~.~I 



NATIONAL PLANNING DATA FORM - INTELLECTUAL DISABILITY 

/ 
I. Summe &..& 2. First Name .- 
201. Previous Surname 
3. Address -6-y- 203. Next of kin address d--%..&&#d!! 

. 4. Address 204. Next of kin address ....... @-.&..k ................................. 
5. Address 205. Next of kin address 
6. Address 206. Next of kin address -- 
7. Address (county) mt-. 207. Next of kin address (county) ...G &%!< ...... 
8 Date of Binh I .. !..I..~..L.-..l.&..h......l.$.. 9 8A. Year of binh (where the DOB is unknown) I ...... I..... .I 

9. Health Board Region 1.7.1 
10. Community Care Area 1~h.S Use date format DD-MM-YY. For example. 1 July. 1945 
1 1  S U M .  (DED) within the Health Board region 16,1.!L..!.l 1 is coded UY: 01-0745. 
12. Planning axa within the Health Board I . D L . ~  
13. Penonal identification number 1.7 .1.1... I.&!..&I..!..I 

...... 14. RSI number I I..... .L .-.. I...... I ..... .I,..... I ...... I I 
15. Sex I =mdc 2=frmdc 1 . h  
16. Degm of handicap I.% 

I =normal mge 2 =borderline 3 =mild 4 = modcnte 5 =revere 6 =profound 0 = DK 

Current Service Provision 

20. Principal agency providing a day service (Ap ndix A) L!..I..!..L.~I 
...... 

22. Cumnt level of day service supervision 
P" 21. Type of main day service (Appendix B) I..% 1 

1. 2. 0 4. 
23. Type of secondary day service (Appendix B) I ...... I ...... I 

.... 24. Principal agency providing a residential service (Appendix A) I ...... I ..... .I ..I 

25. Type of main residential service (Appendix B) I..~..I.&.& 
26. Current level of (main) residential supervison A. B. C. D. 
27. Type of secondary residential service (Appendix B) I ...... I ...... I .... ..I 
28. Current level of (secondary) residential supervision A. B. C. D. 

Future Service Requirements 
...... 30. Day service required (Appendix B) I ..... .I I 

31. Level of day supervision required 1. 2. 3. 4. 
....... 32. Year in which this day service is required I ...... I ...... I ...... 1 1 

33. Day service required - contingency plan I ...... I...... 1 

34. Level of (contingency plan) day supervision required 1. 2. 3. 4. 

40. Residential senice required (Appendix B) I.! ...I. !...~.s 
41. Level of residential supervision required a B. C. D. 
42. Year in which this residential service is required I..!..I.%~.I~.I 

43. Residential service required - contingency plan I . . ~ . . ~ . I . ~  
44. Level of (contingency plan) residential supervision required @ B. C. D. 

Coding for variables 27.31 & 42 
Level 1: Staffto dim = 1 to 10+ 
Lcvd2: B e t w m l u r 6 & 1 u r 9  
Levd3: BetwscnIto26rIurS 
Level 4: 1 to 1 or above 

Coding for variables 26.28.41 & 44 
Level A: Minimum -no sleepin 
Level B: Staff on duty most of the h i m e  

plus dccpin 
Lcvcl C: Two staff on duty plus sleepin 
Level D: Two luff m duty 

plus on.duty night staff 

100. Date of completion 1.01 .. ?I ...... I.QI..II..-..I.s.I. 3 . 1  110. Allowances . medical card I ...... / I 
...... ...... ...... ..... ...... ...... ...... ..... 101. Date of uansfer I L I 1 1 .I I I I 111. Allowances - DPMA I../..I 
...... ...... ...... ...... ...... ...... ...... 102. Date of deletion I I I..-..I 1 I I I I 112. Allowances - RMA I... ... I 
...... ...... ...... ...... ..... ...... 103. Date of decease I J I..--.J I .r..-..I I I 113. Allowances - DCA I......I 

104. Lit A . undefined at present I ...... I 114. Allowances - to be specified I ...... I 
105. List B . undefined at present I ...... I 115. Allowances - to be specified I ...... 1 

106. Lit C . undefmed at present I ...... I 116. Allowances - to be specified I ...... I 



NATIONAL PLANNING DATA FORM - INTELLECTUAL DISABILITY 

r 
201. Previous Surname 

. 
3. Address ._LsT-&?&~J--~~~_~ 203. Next of kin address .-c~...-%&!!!!-!<--&l-!- 
4. Address -h&h.d_~ 204. Next of kin address -..&&b&. --- 
5. Address 1 205. Next of kin address .-EL)-b.Lh 
6. Address .- .............. 206. Next of kim address 
7. Address (county) .Jld!&.!d_r\l_....._.... 207. Next of kin address (county) .D-~..=L_? 
8 Date of Birth I.& ...(.. I......I..~.~......I..~..&.. I 8A. Yea of birth (where the DOB is unknown) I ...... I ...... I 
9. Health Board Region I...!.I 

10. Communitv Care Area 1.0..1.a I Ux date format DD-MM-YY. For examole. 1 Julv. 1945 1 , . 
...... ...... ...... 11. Sub-area @ED) within the Health Board region I I I I 1 is coded thus: 01-0745. 

12. Planning area within the Health Board 1.0.d.1 I 
13. Personal identification number 1.1 ... 1.1 ... I..~..I..~..I...!.I 

...... ...... ...... ...... ...... ...... ..... 14. RSInumber I ...... I I I I I I I .I 

15. Sex I =male 2 =  female 1.21 
16. Degree of handicap I.!~I 

1 = n m a l  m g c  2 = borderline 3 =mild 4 =moderate 5 = revcr. 6 =profound 0 = DK 

Current Service Provision 

20. Principal agency providing a day service (Ap ndix A) I.$.I!....I.% 
21. Type of main day service (Appendix B) 1.01. I 

22. Current level of day service supervision 
r 

1. 2 .  3. 4 .  
23. Type of secondary day service (Appendix B) I ...... I ...... I 
24. Principal agency providing a residential service (Appendix A) I ...... I ...... I .... ..I 
25. Type of main residenlial service (Appendix B) I.! ... I.D.I.J...I 
26. Current level of (main) residential supervison A. B. C. D. 
27. Type of secondary residential service (Appendix B) I ...... I ...... I ...... I 
28. Current level of (secondary) residential supervision A. B. C. D. 

Codmg for variables 22.31 & 34 
Level I: Sldf to flicnt = l lo lo+ 
Levell: B e t w s c n l m 6 & 1 m 9  
Level% B ~ w e a n l l o 2 B l m 5  
Level4: 1 m 1 or above I----- 

Codmg for variables 26 .28 .41  & 44 
Level A: Minimum - no slczp-in 
Lcvcl B: Staff on duty mon of h e  t ins 

plus dccpin 
Levcl C: Two ruff m duty plus sleepin 
Level D. Two ruff on duty 

plus on-duty night staff 

Future Service Requirements 

30. Day service required (Appendix B) I ...... I ...... I 
31. Level of day supervision required 1. 2 .  3 .  4. 
32. Year in which this day service is required I ...... I ...... I ...... I ....... I 

1 6  33. Day service required - contingency plan I ...... I ...... I 
34. Level of (contingency plan) day supervision required 1. 2 .  3. 0 
40. Residential service required (Appendix B) I ...... I ...... I ...... I 
41. Level of residential supervision required A. B. C. D. 
42. Year in which this residential service is required I ...... I ...... I ..... A ..... I 
43. Residential service required - contingency plan I..!..I..?I..!..I 
44. Level of (contingency plan) residentid supervision required A. B. C. @ 

100. Date of completion 1.2.13 1......1.~.1..~......1.f! 1 . ~ 1  110. Allowances - medical card I ...... I / .. 
..... ..... ...... ...... ...... ...... 101. Date of m s f e r  I I I..-..I I L.-..I I I 11 1. Allowances - DPMA I... ... I 

..... .. ...... ...... ...... ...... ...... 102. Date of deletion I I I..-..I I I.... I I I 112. Allowances - RMA l......~ 

103. Date of decease I ...... I ...... I ...... I ..... 1 ...... I ...... I ...... I ...... I 113. Allowances - DCA I.... ..I 
...... . 104. List A undefined at present 1 1 114. Allowances - to be specified I ...... 1 

...... 105. List B - undefined at present 1 1 115. Allowances - to be specified I ...... 1 

...... . 106. List C undefmed at present 1 1 116. Allowances - to be specified I ...... I 



APPENDIX B 

Day programme 
1. Receives no day service 
2. Home support level one - about once a month 
3. Home support level two - about once a week 
4. Home support level three - more onen than once a week 
5. Ordinary preschool 
6. Special preschool for intellectual disability 
7. Ordinary school 
8. Special class - primary level 
9. S~ecial class - secondaw level 
10. ~becia l  national school 
11. Child Education and Development Centre (Programme for Children with Severe or Profound Mental Handicap) 
12. Generic vocational trainina h a .  FAS. Work Ex~erience. VEC. CERT) - .  - 
13. Special vocational training centre - such as short-term training 
14. Activation CentreIAdult Day Centre (Programme for Adults with a High Dependency) 
15. Programme for the Aged 
16. Special high support day service (e.g. relating to challenging behaviour) 

less than 1 : 1 staff ratio 
17. Speaal intensive day service (8.g. relating to challenging behaviour) 

1 : 1 statf ratio contact or greater 
18. Sheltered work centre - may include long-term training schemes 
19. Shekered empbyment centre (receives pay and pays PRSI) 
20. Enclave within open employment 
21. Supported employment 
22. Open employment Distinguish b e t w m  'employment' which has real wages 
23. Other appropriate to the work done and 'work' for which real 

~kcb>&, wages are not paid 
Residential Pregrammk 

At home with both parents 
At home, single-parent family 
At home with sibling 
At home with relative 
Lives with non-relative (e.g. neighbour or family friend) 
Adoption 
Foster Care (indudes 'boarding-out' arrangements) 
Living independently 
Living semi-independently - maximum 2 hours supervision daily 
Vagrant or homeless 

5-day community group home -goes home for holidays 
7-day community group home - goes home for holidays 
%day X 52-week mmmunity group home 
5-day village typelresidential centre -goes home for holidays 
7day village typelresidential centre -goes home for holidays 
7day X 52-week village-typelresidential centre 

Psychiatric Hospital 
Other intensive   la cement with s~ecial reauirements due to challenoina behaviour " " 
&her intensive biacement with special requirements due to profound or multiple handicap 
Holiday residential placement 
Crisis and Relief Centre 
Occasional respite care with a host family in a scheme such as Home Sharing or Share-a-Break 
Shared care or guardianship (usually 5 or 7 days per week) 
Regular part-time care - 2-3 days per week 
Regular part-time care - every weekend 
Regular part-time care -alternate weeks 
Other 

Counti es... 
0. Dm\ ha 
1. m l i n  
2 w* 
3. m&m 
4. SLigo 
5. Lit'im 
6. Dmcg.l 
7. IimdCk 
8. aaze 
9. li- Nonh 
l a w  
11.w 
12 Watafad 
13. WOW 
14. W u f a d  
15. K i k a n y  
l6.T- SovB 
17. Lad. 
1% w y  
19. Lmgfmd 
m. wcltmath 
21. Wv.y 
22 M a p  
23. Rescmmm 
24. &van 
21. Mu* 
26. LmB 
n. ~ ~ . ~ h u n  

28. Anldm 
29. h g h  
30. Dom 
31. F-agh 
32 T- 
33. D..r 
34.B"l.i" 
35. mms 
36. Gmmny 
37. Bel@m 
38. T k  Nslhsrhnd. 
39. Dcrmd 
40. h c m b w g  
41. Spin 
42 Ponugd 
43. Gnssc 
44. Iuly 

45. hhsr 


