Coordinating to improve Health Outcomes in People with Intellectual Disability.

‘focus’ Individualised Support Services have introduced a role of Community Healthcare Coordinator.

Introduction:-

People, who have an intellectual disability, have increased health care requirements across a broad range of Health indicators.
The changing directions in Service Delivery have inevitably resulted in the transferring of responsibility for health care from segregated settings to the general community.
As with the general population, General Practitioners should be the principal providers of healthcare to people with disabilities.

Research conducted in Australia and elsewhere consistently highlights barriers that prevent people with intellectual disabilities benefiting from:-

· Good quality Primary Care. 
· Preventative health strategies 
· Supports that are appropriate for adjustment to changing health needs associated with ageing.
· Acute care
BARRIERS:
· Lack of ability on the part of the person with the intellectual disability to initiate an investigation in relation to their own health.

· Limited awareness of need amongst health professionals.

· Limited special arrangements to facilitate participation in health promotion programmes.

· Negative views and perceptions about the use of generic services and community integration. 

· Lack of specific course content within undergraduate training programs for health professionals.

· Inconsistent collaboration between health professionals. 

· Inadequate knowledge base amongst carers and lack of understanding of their healthcare responsibilities. 
Current Service Delivery Model.

The current service delivery model in Australia is commonly based on the related philosophies of “Normalisation” and “Social Role Valorisation”. These philosophies have resulted in the positive shift towards people with disabilities living in local communities thereby creating an increasing emphasis on community based services to meet their ‘quality of life’ needs. (Community inclusiveness).

In Victoria, as elsewhere, the progressive closure of institutions and training centres is the most obvious example of this process, thereby transferring responsibility for the coordination and facilitation of support activities to smaller community based services. In turn, many of these existing service agencies are undergoing significant change so as to focus on planning supports around the needs and aspirations of each person clearly, within this context, healthcare needs are a prominent issue to be addressed.

‘focus’ is such an organisation and, as such, it has a stated commitment to its service users to ensure that they are a part of their local community and that they receive services from within the Frankston and Mornington Peninsula Communities where the Society operates.
‘focus’represents the INDIVIDUALISED SUPPORT SERVICES of Kindilan Society.

· Provides services to adults who have a disability in the Frankston and Mornington Peninsula areas of greater Melbourne.

· Is made up of the following client support divisions:

· Community  Support  Services

· Accommodation Services

· Outreach Services, including respite Opportunities

· Health Coordination


These divisions receive administrative support for their work from our Corporate Services division.

· Mission…. That every person can say that……

 “I am living the Life I want.”
Why the need for a Healthcare Coordinator for People with Intellectual Disability?

It is a well documented fact that people who have an intellectual disability have increased healthcare requirements across a broad range of Health indicators. It is also well documented that the primary healthcare needs of this group are not being met to the same degree as in the general population

In order to address this apparent anomaly, ‘focus’ has introduced the role of Healthcare Coordinator
The development of the Health Coordination role within ‘focus’ recognises that a good standard of health is a prerequisite to enabling people with intellectual disability to participate fully as active members of their local community,.

Unfortunately, most generic health services and health care professionals are currently ill equipped to meet the healthcare needs of People with Intellectually Disability.

Pre-intervention situation (as described by our GP )
· Coordination and planning in relation to the healthcare needs of people residing at the ‘focus’ residential options were uncoordinated, ad hoc and challenging 

· Diagnosis was difficult due to communication barriers between the person with a disability and the GP.

· Staff members were not always able to efficiently clarify the relevant factors.

· Constant time constraints.

· Monitoring of treatment and health status through appointments and visits was irregular and ad hoc.

· Healthcare records were inconsistent or inadequate in content.

· Staff generally lacked specialised skills and knowledge to optimally support the person and manage their healthcare needs and treatment. 

‘focus’ Healthcare Coordinator’s Role:
The role was initially a three year project established in 2003.
It does not reintroduce the medical model.

But………

· Does recognise that over-reaction to the inappropriateness of the institutionally based medical model of ‘care’ has created a number of problems.

· Acknowledges that a good standard of health is essential if people with intellectual disability are to participate fully as active members of their local community.
‘Focus’ healthcare project aims to:
· Overcome the barriers for its own service users, thereby improving the quality of healthcare.

· Extend the service beyond our own organisation to the general community

· Establish a model that is able to be replicated.

How?
· Review existing Healthcare Service Provision within the organisation.
· Meet with service users, families and Staff.
· Extend the scope of the existing general practice arrangement and increasing the support given to the GP.

· Meet with, and coordinate the services of, other general practitioners, dentists and allied health professionals 

· Research, and introduce individual healthcare plans for  people residing within our services.
· Introduce a more comprehensive drug administration record

· Establish relationships with major health care facilities 

· Introduce a comprehensive ‘in- service’ Training Program for Staff, including the use of external trainers in areas of specific expertise. 

· Develop, implement, monitor and review individualised specialist support in health and challenging behaviour.
Obstacles:
· A disproportionate amount of time is required for:

    (i)  Minor medical procedures

    (ii) Supporting staff to manage challenging

         behaviour

· Lack of role clarity amongst staff and family members, who may still confuse it with that of a ‘general nurse’ or first aid.

· Limited availability of Medical and Allied Health Services within the local area.
· The inability to convince relevant government departments to fund the establishment of a more specialised health support service for people with an intellectual disability.
Outcomes to date:
Internal

· Medical appointments are planned, regular, and coordinated.

· Each client has a Healthcare plan and current medication chart.

· Improved and consistent record keeping.

· Improved case presentation enabling more accurate diagnosis and appropriate treatment.

· A more effective use of limited professional consultation time.

· A more positive experience for the patient, including improved rapport with the health professional.

· Staff have an improved knowledge base and are better able to support both the person and the healthcare professional.

· Coordinated approach to preventative health checks consistent with the general public as they age.

External

· Funded partnership with Peninsula Health (acute care hospitals) to: 


(i) Improve the delivery of hospital services to people with ID.


(ii) Develop integrated care pathways  through the range of primary and secondary care services


(iii) Provide education to hospital medical/nursing staff


(iv) Ultimately establish a resource team to enhance the hospital’s ability to provide positive outcomes to people with an intellectual disability. 

· Links with CDDHV resulting in:

(i) Cooperation in research activities

(ii) Membership on steering group developing an assessment tool for use by nurses and GPs

(iii) Possible future evaluation of model
Survey of carers / families

As a component of the strategic planning process, a general satisfaction and prioritisation survey was conducted this year amongst families and staff.
· Recognition of improved client health as a relevant organisational goal increased over three years.

· 90% of the respondents felt that healthcare services to clients had improved.

· Healthcare received the highest priority rating for service planning over the next three years.
The next phase:
· To work closely with the local Division of General Practice to ensure that GPs gain experience and knowledge in working with People with Intellectual Disability.

· To create a nursing position to provide a community resource for people with intellectual disability, their families and service providers within the local area.

· To work towards the possible extension of this nurse role into a ‘Nurse Practitioner’ specialising in ID.

· To further develop the Educative/Training aspect of the role.

· To specifically address the healthcare needs of an aging population.
In short………
The overall Goal is to  provide a consistent, accessible and integrated approach to better meet the Health needs of People with Intellectual Disability.
Contacts: Ron Hyder 

ron@focuslife.com.au       Tel.(03) 5989 2176

Peter Brookhouse
 peter.b@focuslife.com.au     Tel. (03) 5987 0988

Gail Foster 

gail@focuslife.com.au          Tel. (03) 5989 2176
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