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Support for Persons with Intellectual Disability with particular reference to those with Challenging 
Behaviour and he Proposed Pilot PRODD Project on the Grounds of Alexandra Hospital 

Providing for the continuity of support for People Living with Intellectual Disabilities (PLWID) is a 
complex issue that involves all sectors of Government. International experience reflects that our 
experiences are not unique. A response is best initiated with some background on the Life Cycle of 
a PLWID before addressing the specific issues raised in the meeting with you. 

Intellectual disability 

1. The continuity of support required for the Person/People Living with Intellectual Disability (PLWID) 
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2. What is meant by intellectual disability? 

"Intellectual disability originates before the age of 18 years and is characterised by significant 
limitations both in intellectual functioning and in adaptive behaviour, which covers many everyday 
social and practical skills. " 

"Intellectual functioning refers to intelligence and includes the capacity to learn, reason and 
problem solve. Normally an IQ less than 70 is the cut off point for Intellectual Disability. Intellectual 
Disability is then further categorised in terms of severity from mild to profound." 

"Adaptive skills would include conceptual skills, social skills and practical skills. " 

Reference: American Association on Intellectual and Developmental Disabilities 

Intellectual disability is not a mental illness. It is, however, a lifelong condition. The person living with 
intellectual disability (PLWID) will be able to participate in community life more fully, with support in 
all aspects of life, including appropriate health care. 

3. Health Care Services 

PLWID require access to general health care services, at all levels of care, appropriate for age and 
need. Due to their specific challenges in intellectual and adaptive behaviour, they require support 
in accessing these general services. 

The phenomenon of diagnostic overshadowing often results in their medical conditions remaining 
undiagnosed, as their illness presentation is missed due to their inability to communicate their need 
in a conventional manner. Therefore, a change in behaviour would not lead to automatic 
exclusion of a medical condition. 

PL WID often have comorbid physical disabilities, which predispose them to more frequent episodes 
of ill health. Frequently the underlying cause of their intellectual disability is linked to a higher 
predisposition to various conditions. 

Access to comprehensive, integrated health care services is essential at all levels of care. 

4. Mental Health Care 

PLWID have a greater incidence of mental illness. When they become mentally ill they would enter 
the mental health services. Due to their special needs and vulnerability, they would receive in
patient care in specifically designated specialist in-patient and intermediate care facilities. 

The acute specialist service for people with Intellectual disability will be fully located at Alexandra 
Hospital and will include a State patient unit for intellectually disabled people who have entered 
the service via the forensic route as well as a medium term rehabilitation services for people with 
challenging behaviour due to neuropsychiatric disorders. 

The remaining intellectual disability beds at Lentegeur Hospital will be used for the continued 
residential care needs of people who have remained institutionalised for decades and will be 
available for possible NGO managed residential units in the future. 



PL WID are not usually able to leave the family home and live totally independently. PL WID are less 
likely to be economically independent. 

This is a social difficulty, so like children and the aged, provision needs to be made for Government 
subsidised supported living when they do not have independent means of support. 

5. Education and Occupation 

Depending on the level of the PLWID 's intellectual capacity, mainstream schooling may not be 
accessible. However. PLWID can and do learn, and require access to education or training. 

Similarly PLWID may be able to work either in the open labour market or in some form of assisted 
work environment. Others would benefit from some form of daily programme. which provides for 
maintenance or improvement of skills and activities of daily living, as well as socia l and recreational 
activities. 

6. Support with Physical Disabilities 

PL WID that are also physic ally disabled would require support in overcoming those disabilities. They 
would require access to assistive learning and mobility devices. 

Against this background a more specific response regarding the issues raised by PRODD 

1. The classification system used to categorise People Living with Intellectual Disability and the 
resultant differences in accessing subsidies as well as differential amount granted as a subsidy 
gives rise to the perceived divisions between DOSD and DOH. 

These points refer to the current manner in which subsidies are granted to PLWID in the Western 
Cape. In the Western Cape the IQ estimate of a Person is used to determine whether a subsidy will 
be paid by Department of Social Development (DOSD) or Department of Health (DOH). 

Currently the Department of Health subsidises PLWID in the severe and profound IQ equivalent 
categories and this subsidy is R4024 per month whereas the Department of Social Development 
provides a subsidy of R 2 500 per month for PLWID in the Mild to Moderate Intellectual Disability 

category. 

A PLWID can be considered to have challenging behaviour or ID as well as a mental illness across 
all " Intelligence" classification categories. During a lifetime a person 's arbitrary classification based 
on IQ can also vary due to fluctuations in mental health, physical health etc. so again the artificial 

categorisation of people into these categories and subsequent streaming for financial support to 
different streams within Government is quite problematic and not at all patient or person centred. 

This division has probably originated from the Mental Health Care Act 1 7 2002 where there is a 
definition provided only for severe and profound Intellectual Disability and mention is made of 
Care and Rehabilitation Centres for Intellectually Disabled People. e .g. Chapter VIII the Care and 
Administration of Property of Mentally Ill Person or Person with Severe or Profound Intellectual 

Disability 



In the introduction to the Act reference is still made to Care and Rehabilitation Centres for People 
with Intellectual Disabilities referring to the practice in former times to place PL WID into such centres 
under the management of Health and specifically Mental Health for lifelong custodial care simply 
because the person 's cognitive functioning was below the range of normal Intelligence Quotients. 

This form of exclusion of PL WID from community living resulted in a few people being sentenced to 
an institutionalised life with development of significant secondary disabilities and a much larger 
majority receiving no support at all. 

The Act has not sufficiently addressed the issues relating to PLWID and has simply incorporated 
some aspects of previous provisions for Care and Rehabilitation Services for people with Intellectual 
Disabilities. In terms of the Old Mental Health Act 18 of 1978, the State provided places called Care 
and Rehabilitation Centres for the admission of people with Moderate to Profound Intellectual 
Disabilities where such people would be admitted largely for life. 

2. Support and outreach to Group Homes 

This really refers to the need for a system that provides continuity of care and support within the 
District to PLWID. From the patient or parent perspective the health department is a single entity. 
The expectation is that the Specialist service should provide the outreach to all community based 
services. Within Health we recognise that this is the role and function of the District Health Service 
team. 

There is also often an expectation of individualised support beyond the resources of the 
Department of Health . Group Homes with high perceived needs for professional support may have 
to review their own staffing profile. This is where it would necessary to objectively determine the 
norms for specialised support and accommodate for this in a subsidy norm that is based not on IQ 
but on adaptive skills. 

3. Emergency admissions 

PLWID have a higher incidence of certain medical conditions as well as mental illnesses and often 
a change in behaviour in a PL WID can indicate and underlying medical illness. 

Families appear to have difficulty understanding the risk and therefore the need for exclusion of 
medical conditions before admission to a specialist facility. The notion is a doctor is a doctor. 
however at a specialist hospital there is no facility to provide for investigation and treatment of 
potentially serious illnesses and there is not a doctor on site 24/7 at a hospital like Alexandra so a 
registrar from Valkenberg is on call only for medical emergencies arising from in-patient services 
where the day duty personnel would already be aware of most medical problems and have 
instituted treatment. The registrar on duty already has responsibility for 640 in patients in two 

hospitals. 

There is also limited understanding of the competency and practice issues related to doctors 
working in emergency services and psychiatrists. 

The current protocol for the admission of a person suspected of suffering from a mental illness in an 
emergency taking place via an emergency centre is in place to ensure exclusion and treatment of 
medical causes which could be life threatening. Unfortunately the workloads in these centres result 
in long waiting times. Many specific vulnerable groups would wish to receive preferential 
treatment, however, the service has to ensure that fair systems are in place where the most 
seriously ill person is treated first. 



4. The Proposed Pilot Project on the Grounds of Alexandra Hospital 

1. The Derelict House 

At the meeting with the Premier on 1 71h April Mr Gary Fisher from Public Works produced a surprise 
proposal for the Hospital Estate seeking 10 000 square metres of the Estate for a completely 
different project. This has necessitated a rapid review of the core hospital Estate, which has 
revealed that the required area could be made available although this would require various 
intermediate steps. 

The delegation has visited the house with Property Management officials. The Health Department 
do not have any objection to the group signing a lease with Property Management for the space 
as it is not required for the provision of Health Department Services. Clearly the entire management 
of the lease, renovations and all operational costs for the property will be dealt with directly 
between PRODD and the Department of Public Works and Transport. 

2. The proposed service plan and partnership expectations 

The initial reservations from the Health Department on receipt of the initial business plans were not 
linked to the lease of the property but the service expectations raised. Unfortunately, experience to 
date has shown that a service initiated on a hospital site that is not sustainable becomes the 
default responsibility of that hospital service. 

A service level agreement for this service would need to be very clear regarding each role player's 
responsibility. 

The core function of Alexandra Hospital is to provide acute specialist services. The continuation of 
community based care is the core function of the Primary Health Care services. 

Proposal 

2.1 DOSD would be the lead Department in drawing up a service level agreement with the PRODD 
to run a group home and the subsidy rate would be R 2 500 per resident per month. 

2.2 If in the business plan submitted by PRODD the need for specialised professional services is 
substantial then the Health Department should consider co-funding for PRODD to procure the 
services of these professionals. The co-funding would be in accordance with Public Service 
remuneration scales for the specific professionals. 

2.3 The daily health needs of the residents will be met by the residents being enrolled /registered as 
out- patients at the local Primary Health Clinic in the area . This will be the primary source for all 
health care services. 

2.4 The Alexandra Hospital clinical team will indicate whether a person is to remain an outpatient 
at Alexandra Hospital for mental health follow up on the same basis used for all outpatients this can 
include emergency outpatient access for mental health related issues. However stable patients will 
be devolved to the nearest Primary Health Care Clinic for follow up. 

2.5 Access to emergency medical services would be via the Primary Health Care Clinic or the 
nearest public hospital outpatient or emergency department. 

2.6 Referral for admission to Alexandra Hospital would follow the normal protocol for all admissions. 

2.7 Opportunities for joint training of carers for the facility at Alexandra Hospital would be available 
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