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1  BACKGROUND TO THE PROJECT

In recent years it has become clear that a number of Australians with disabilities and chronic illnesses are severely affected by heat and cold. For example, people with MS use their air conditioners 15 times more than average households nationally to control their symptoms (Keeping Cool Report 2009, funded in part by the Advocacy Panel).

The combination of global warming and rising energy prices are increasing pressure on Australians with conditions such as MS.  However, the energy needs and issues of consumers with disabilities and chronic illnesses are absent from much of the energy policy and market reform discussion.  
Over the last few years MS Australia has run campaigns in NSW and Queensland to obtain an additional Medical Cooling Concession to assist people with heat intolerance cover the costs of keeping cool.  Work has also been successfully undertaken in Victoria to increase the amount of assistance provided by the existing Medical Cooling Concession there.  These campaigns have also aimed to increase the capacity of disability organisations to participate in the formation of national energy policy.

The Keeping Cool Campaign in South Australia has built on this experience. It was been based on the employment of a Campaign and Capacity Building Project Worker for 14 hours/week over 12 months. The South Australian Council of Social Service provided office space and MS Australia would provide management and infrastructure.

The two major policy-related outcomes sought by the project were:

1. Implementation of a Medical Cooling Energy Rebate in South Australia

2. Establishment of the Alliance which will be self-sustaining with capacity to participate in ongoing national and state electricity policy developments.  This will be resourced into the future by the database, website, skills and relationships established by this project with strong strategic links to SACOSS and MS Australia, and supported by newly established relationships with energy policy decision makers.

This report outlines the results of the Keeping Cool Project. 

2. OUTCOMES OF THE KEEPING COOL PROJECT

2.1 Implementation of a Medical Cooling Energy Rebate in South Australia

The campaign has achieved the first of its aims, the introduction of a Medical Cooling Rebate in South Australia. As part of the 2011-12 South Australian State Budget the Minister for Disabilities, Jennifer Rankine, announced a new Heating and Cooling Rebate. 

The concession amount will be $158 per year (i.e. the same amount as the current energy concession) and will increase to $165 on 1 July 2012. It will be available to consumers who are already eligible on income grounds for existing energy concessions. Applicants must provide certification from their regular medical practitioner or a specialist confirming they require frequent and prolonged use of heating and/or cooling appliances in their home to maintain their health.

The South Australian Government is about to employ a Project Officer to plan and implement the new Heating and Cooling Concession but an outline of the concession as announced by the Government is provided in Attachment 1. 

2.2 Capacity Building
Establishment of the Alliance which will be self-sustaining with capacity to participate in ongoing national and state electricity policy developments.  

This will be resourced into the future by the database, website, skills and relationships established by this project with strong strategic links to SACOSS and MS Australia, and supported by newly established relationships with energy policy decision makers.

The project has achieved the following outcomes:

· Establishment of a Keeping Cool Alliance made up of 12 organisations. (See Attachment 2.
The Alliance has taken the following initiatives.

· Met five times in 2011. 

· Developed a policy platform. (This is provided in Attachment 2.) 

· Sent a formal delegation to the Minister for Families and Communities as the Minister responsible for energy concessions.

· Encouraged members to write to the Minister and other MPs on behalf of their organisations by including articles in newsletters and in some instances contacting clients and members directly

· Held a formal launch on March 2 2011.

· Initiated a loose parliamentary support group of four Members of Parliament;: Independent Geoff Brock, Member for Frome; Stephanie Key, Labor Member for Ashford; Kelly Vincent MLC for Dignity for Disability.  Those Members of Parliament sponsored a briefing in Parliament House that was attended by 10 Members of Parliament.

· Met with the Liberal Spokesperson for Disability, Vicki Chapman, and Member for Bragg and liaised with the Liberal Party over the launch of their Concessions Policy.

· Liaised with the Department of Families and Communities and about the implementation of the concession.

· Provided a mechanism for cooperative work and discussion between MS Australia, Parkinson’s and other disability sector NGOs with each other and with SACOSS. 

· Held discussions about future work and how to link the many different organisations in the sector.

· Held a capacity building forum on broader energy related issues on 30 August 2011. 

Details of Keeping Cool Alliance meetings and Activities are provided in Attachment 3 and details of the forums/workshops organised by the Keeping Cool Alliance are outlined in Attachment 4.

In short the Alliance has significantly increased the capacity of disability NGOs to cooperate to influence Government Policy. However, as will be discussed in Section 4, without a future focus the effect of this capacity building will soon dissipate. 

Specific mention of the contribution of the Brain Injury Network of SA (BINSA) should be made. This organisation provided the venue and catering for all Keeping Cool Alliance meetings and forums. BINSA also actively lobbied Members of Parliament, and played a key role in founding and supporting the Alliance. 

Parkinson’s SA and MS SA/NT also expended considerable effort recruiting Keeping Cool Advocates for letter writing while a number of other organisations also promoted letter writing in their newsletters. MS SA/NT organised two volunteers to recruit letter writers from among the membership of MS SA/NT.

A separate group, Keeping Cool Advocates, has also been established. The Advocates are those individuals who experience MS or other disabilities and chronic illness who have written to Members of Parliament or have participated in media interviews.  

This group was linked by phone, facebook and email to the Project Officer. They were a very loose group but there is potential to build them into an ongoing force for advocacy . However this would require some ongoing input by a coordinator.  

Details of the Keeping Cool Advocates including their numbers and the numbers of letters written and media interviews are provided in Attachment 5.

3. KEY OUTPUTS OF THE PROJECT

The project outcomes are based on a number of outputs or key steps. Progress against the outputs highlighted in the original project proposal are highlighted below. 

· Building an ongoing data-base of Alliance members, 

A database comprised the 12 members the alliance, approximately 60 individuals who indicated willingness to write letters to or meet with Members of Parliament and other significant individuals including Medical professionals, Departmental Officers and non Government organisations has been established. A summary of the number of individuals and their activities has been provided in Attachment 5. 

· Developing strong relationships between the Alliance, MS Australia and SACOSS with energy policy and energy market decision makers.  

Strong relationships between the Alliance, MS Australia and SACOSS have been developed through monthly meetings and joint work.  Relationships with the Department of Families and Communities are being developed by offering the Alliance as a resource to the Department, particularly as a means of consulting with stakeholders on the implementation of the concession.

Establishing the Chronic Illness and Disability Alliance for Energy Policy through building 

· (a) An agreed energy policy agenda 

Policy development by the Alliance has consisted of the Keeping Cool Policy Platform, which focused on the Medical Cooling Rebate, and the holding of a forum on other energy related issues on August 30 2011 as outlined in Attachment4.
· (b) Policy advocacy methods across individuals, organisations, groups, and existing relevant networks related to chronic illness and disability across the state, including rural and regional organisations.

The primary method of letter writing was promoted across South Australia and was utilised by individuals in the Adelaide Hills, the Spencer Gulf Region and the Fleurieu Peninsula. However, the majority of individual letters were written by people from metropolitan Adelaide.
Several alliance members also wrote to Ministers and Members of Parliament. These included Parkinsons’ SA, MS SA/NT, the Brain Injury Network of SA, the Health Consumers' Alliance and Muscular Dystrophy SA. 
The Policy Advocacy methods utilised outlined in the funding application were:

· Establishment and maintenance of an Alliance members’ interactive website. 

The website keepingcool.org has been established and maintained but did not play a major part in the Keeping Cool campaign in South Australia (see www.keepingcool.org). 
· Workshops with Alliance members to create a lasting and broad base of interested, knowledgeable and skilled policy advocates.  Workshops will focus on effective policy advocacy methods and current developments in national energy policy (including the National Energy Customer Framework; development of National Energy Markets and related issues; and smart meters, time-of-use and peak-pricing; and Demand Management and smart grid trials and opportunities etc.); South Australian electricity policy and future directions; and potential impacts in the lives of people with chronic illnesses/disabilities; 

The Alliance has held three workshops/presentations. The first was part of the launch of the alliance and included presentations about broader energy policy and the goals and strategies of the Keeping Cool campaign. 

The second event was a  briefing for Members of the SA Parliament about the impacts of heat intolerance on people with disabilities and chronic illnesses, developments in other states and the aims of the campaign.

The third workshop on August 30 introduced participants to issues such as broader trends in climate warming and energy policy and commenced discussions around other energy policy issues. 

An outline of the three workshops is provided in Attachment 4
Identify and implement structures and processes to make the Alliance a sustainable group that will continue to participate in energy policy developments nationally and at the state level over time.  This is likely to include ongoing work with this Alliance by SACOSS, and a stronger framework for the Alliance’s engagement nationally through MS Australia and potentially other national bodies such as ACOSS;

Discussions have been held on the future operations of the alliance at Alliance meetings. 

In the short term the focus of the alliance will be on advising the Government as to the implementation of the Heating and Cooling Concession. Alliance. Funding for the Project Officer ended on August 30.however Alliance members have agreed to share the task of arranging meetings and liaising with the Department of Families and Communities.

SACOSS has agreed to take carriage of the broader energy policy issues relevant to disability and chronic issues into their ongoing work on energy.

Development of a Keeping Cool Rebate Campaign Platform and Campaign Strategy with the Alliance;

These have been discussed in section 3.1 and Attachment 2.
Implementation and coordination of the Keeping Cool Rebate Campaign: 

· publishing and distributing Campaign Platform and related materials; 

· liaison with relevant bureaucrats; 

· managing grass-roots letter writing and meetings across the state to MPs and relevant Ministers; 

· coordinating Alliance campaign activities, including an interactive Alliance members’ website;

· generating media coverage; 

· gathering information on campaign progress and adjusting campaign as needed; 

· campaign website development and management.
These outputs have been discussed previously and are outlined in detail in the Attachments. An outline of the activities of the Project Officer employed to manage the Keeping Cool Project are outlined in Attachment 6.

4. Lessons Learned

Overall the Keeping Cool Campaign in South Australia has validated the lessons of earlier interstate campaigns. These are that:

1. Selection of a tangible achievable goal backed by credible research is vita to success.

2. The support of local stakeholders is essential in that it adds credibility and pools resources.

3. External stimulation and coordination of those local stakeholders is also vital in that it enables a focus on specific goals and separates the campaign from organization specific agendas and issues. In other words it is helpful to be close to the core business of agencies, but not part of it.

4. A constructive relationship with the Government is important. This involved a delicate balancing act between keeping the Liberal Opposition and other Members of parliament informed while ensuring the Government did not feel threatened. 

The major limitation of the Keeping Cool campaign was that it commenced in November which meant that some momentum was lost over the summer break.

5. Future Directions

The focus of the Alliance in the short-term will be advising the Government on the Implementation of the Concession.

There is work to be done around other policy issues such as thermal efficiency, individual cooling and heating aids and products, but it will be difficult to mobilize the agencies around this work without a specific focus and injection of resources.

There is also potential to further develop the Keeping Cool Advocates as a force to lobby Government, but this also requires some coordination.

In the medium term, the most realistic resource for maintaining momentum is for SACOSS to incorporate the energy and disability policy work into its activities. SACOSS has agreed to do this, but it may have difficulty resourcing this new area of work. 
ATTACHMENT 1

OUTLINE OF THE NEW HEATING AND COOLING CONCESSION

About the Medical Heating and Cooling Concession

The Medical Heating and Cooling Concession is a new energy concession that will be introduced by the South Australian Government, commencing on 1 January 2012. 

It will provide additional financial assistance to people on low or fixed incomes who require medical heating and cooling in their home to prevent or reduce the symptoms and impact of multiple sclerosis (MS), Parkinsons disease or a number of other qualifying medical conditions.  

The concession will assist people who incur high electricity costs because of their medical need to use air conditioners or heaters on a frequent and/or prolonged basis to prevent the worsening of their symptoms.  

To receive the concession, applicants will need to provide certification from a specialist or their regular medical practitioner confirming that they require frequent and prolonged use of heating and/or cooling appliances in their home to maintain their health.  

The concession amount will be $158 per year (i.e. the same amount as the current energy concession) and will increase to $165 on 1 July 2012. It will be available to eligible applicants in addition to the current energy concession 

It will be applied quarterly to electricity accounts in the same way as the current energy concession or provided as an EFT payment or cheque. 

The concession will be backdated for eligible applicants in the first year to 1 July 2011.  Initial applications for the concession will commence from 1 January 2012. 

 The Medical Heating and Cooling Concession will be administered by the Department for Families and Communities.

Who is eligible? 

Like the energy concession, the Medical Heating and Cooling Concession will be available to assist with energy bills for the principal place of residence of people who hold a pensioner concession card or DVA Gold Card (marked TPI, EDA or War Widow); receive an eligible Centrelink allowance; Low Income Health Care Card holders; Commonwealth Seniors Health Care Card holders. Applicants will be assessed for eligibility based on their income type as confirmed by Centrelink.

ATTACHMENT 2

The Need for a Medical Cooling Energy Concession in SA

POLICY PLATFORM

The Keeping Cool Alliance has been formed to campaign for a Medical Cooling Rebate for South Australians with medically based “heat intolerance”.

People with medically based heat intolerance (who are often on low incomes) spend up to seven times as much as the average South Australian on air-conditioning.

Approximately 1300 South Australians who suffer from medically based heat intolerance would be eligible for the proposed concession. It is associated with a wide range of conditions including MS, Parkinsons, Poliomyelitis and Post-polio syndrome, Quadriplegia, Muscular Dystrophy, Motor Neurone Disease, Cerebral Palsy, Fibromyalgia, Systemic Lupus Erythematosus, Chronic Fatigue, Lymph oedema and Scleroderma.

Every other State except Tasmania provides a medical cooling rebate to help people cope with their medical need for cooling.

The alliance is proposing a Medical Cooling Rebate for South Australia as follows:

· A rebate of approximately $210-280 per annum or about one third of the average air-conditioning bill of  people with ‘medically based heat intolerance’ in South Australia 

· As with the current energy concession only people on low incomes would be eligible, but a doctor’s sign-off on the ‘medical need’ for cooling would be required. 

· The rebate should either be flat annual rate indexed annually to residential electricity tariffs or alternatively a percentage-based rebate could be established.

The alliance believes that a Medical Cooling Rebate would be a low cost-initiative. Based on the Victorian experience, the rebate would cost approximately $100,000 in the first year of operation rising to between $400,000 to $500,000 in five years.

and then leveling off as uptake stabilises.

The membership of the Keeping Cool Alliance is growing rapidly and currently includes
	SACOSS
	CARERS SA

	MS SA/NT
	MUSCULAR DYSTROPHY SA

	PARKINSONS SA
	MOTOR NEURONE DISEASE ASSOCIATION OF SA

	NATIONAL DISABILITY SERVICES
	LYMPHOEDEMA SUPPORT GROUP SA INC

	BRAIN INJURY NETWORK OF SA 
	THE EPILEPSY CENTRE

	PARAQUAD SA
	HEALTH CONSUMERS ALLIANCE


ATTACHMENT 3

MEETINGS AND ACTIVITIES OF THE KEEPING COOL ALLIANCE

	Event
	Date
	Comment

	Launch of the Keeping Cool Alliance
	Wednesday 2 February
	Attendance of approximately 40 organisations and individuals.

	Meeting of the Keeping Cool Alliance
	Wednesday 2 February
	10 people representing 6 organisations ( Para Quad SA, SACOSS, Muscular Dystrophy, BINSA, and MS SA/NT) met a formed a working group to drive the campaign.



	Meeting of the Keeping Cool Alliance
	Wednesday 23 February
	

	Meeting of the Keeping Cool Alliance
	Wednesday 30 March
	

	Parliament House Briefing
	Wednesday 10 March
	31 people attended including 10 Members of Parliament and five political staffers

	Meeting of the Keeping Cool Alliance
	Wednesday 4 May
	

	Delegation to meet the Minister
	Wednesday 27 April
	The alliance was represented by Parkinsons SA, MS SA/NT and a person with MS.

	Meeting of the Keeping Cool Alliance
	15 June 
	

	Who Feels the Heat? 
	August 30
	Attendance of approximately 20 organisations and individuals.

	Meeting of the Keeping Cool Alliance
	Scheduled for October 19
	To discuss the implementation of the new Heating and Cooling Concession with the Department of Families and Communities. 


ATTACHMENT 4  

FORUMS &  WORKSHOPS ORGANISED BY THE ALLIANCE

KEEPING COOL ALLIANCE LAUNCH PROGRAMME

When:            10-12.30 Wednesday 2 February

Where:           BINSA 70 Light Square Adelaide

Who:              Media, Keeping Cool Advocates, NGO reps.

PROGRAMME

	10am
	Welcome 
	Marian McNamara BINSA

	10.05
	Overview of energy policy
	Ross Womersley SACOSS

	10.10
	Research and Trends in Heat Intolerance
	Michael Summers MS Australia 

	10.25
	Other groups suffering from heat intolerance
	Other NGOs and attendees to contribute.

	10.40
	The Keeping Cool Campaign
	David Winderlich

	10.45
	Formal launch of  Alliance
	Photographs etc

	10.50
	Morning tea, networking
	-

	11.00
	Meeting of Keeping Cool Advocates followed by light lunch
	-


For more information contact David Winderlich 0408 984 980 or email keepingcool@msaustralia.org.au
ATTENDANCE

26 Attendees from  SACOSS, BINSA, Parkinson’s SA, 3 individuals, MS SA/NT, Kelly Vincent MLC and one staffer, Dignity for Disability, National Disability Services, Muscular Dystrophy SA, Para quad SA,, Epilepsy SA, the Department of Families, Communities, Housing, SIA , Motor Neurone Disease Association of SA. Four individuals who are clients of services also attended.

ATTACHMENT 4

FORUMS &WORKSHOPS ORGANISED BY THE ALLIANCE

Briefing for Members of Parliament held on Wednesday 9 March 2011

Program

1. Welcome by Kelly Vincent MLC

2. Dr Michael Summers will give an overview of the issue and the State of play across Australia (15min)
3. Dr Karen Boundy will speak on the Scientific Basis of "heat intolerance." 10-(15min)
4. Two or three people who experience "heat intolerance" will speak briefly about their experiences (10min)
5. Questions and discussion with an opportunity for "resource people" from NGOs to explain the situation for their clients. (this could be chaired by another MP) (20 min)
6. Close by Geoff Brock MP (Independent)

Attendance

Forum in parliament house sponsored by Geoff Brock, Steph Key and Kelly Vincent.

Attendees: Vickie Chapman, Member for Bragg (Liberal) Ivan Venning, Member for Schubert (Liberal), Tammy Franks, Greens MLC, Leon Bignell, Labor Member for Mawson, Lee Van Odenwalder, Labor Member for Little Para, and Frances Bedford, Labor Member for Florey, John Darley, an Independent MLC, Isobel Redmond, the Leader of the Opposition, Ian Hunter, a Labor MLC and Steven Marshall, the Liberal Member for Norwood could not attend but sent their staff along.

ATTACHMENT 4 (con’t)
FORUMS &WORKSHOPS ORGANISED BY THE ALLIANCE

WHO FEELS THE HEAT?

A FORUM ON THE IMPACT OF CLIMATE CHANGE & ENERGY POLICY/PRICES ON SOUTH AUSTRALIANS WITH DISABILITIES AND CHRONIC ILLNESS

	9.30am
	Welcome and Outline of the Day
	

	9.40
	The Big Picture – Climate Change& Energy Policy 
	SA Conservation Council

	9.50
	The Big Picture – Energy Policy – The Impact on Low Income and Disadvantaged South Australians
	Mark Henley Uniting Care Wesley Adelaide

	10.10
	Picking Low Hanging Fruit. Lessons of the Keeping Cool Campaign for Lobbying & Policy
	Michael Summers MS Australia

	10.30
	Morning Tea
	

	10.45
	Workshops
	

	
	How to identify winnable campaigns  
	

	
	Housing, air conditioning and urban design
	

	
	Medical aids and income support 
	

	11.20
	Sharing insights
	

	11.30
	Summary and next steps
	

	11.45
	Close
	


Attendance – 

20 people including representatives from the South Australian Council of Social Service, the Brain Injury Network of SA, MS Australia, the Conservation Council of South Australia, Paraquad SA, Senior Helpers, the National Disability Service, Dignity 4 Disability, Parkinsons SA, Department for Families and Communities, Seniors Help, Muscular Dystrophy Association of SA. Kelly Vincent MLC (Dignity for Disability)
Future Directions

1. Future role of Keeping Cool Alliance 

Liaise with the Department for Families and Communities about the implementation of the new Heating and Cooling Concession. 

2. Future meetings

BINSA will host the next meeting. At least one more will be required before the end of the year, so member organisations will need to host it. 

3. Ongoing Policy Work

SACOSS – will be asked to develop policy on energy costs and disadvantaged people.and keep the alliance informed about its progress on this area of policy. 

ATTACHMENT 5. 
ACTIVITIES OF THE KEEPING COOL ADVOCATES

	LETTER WRITING (estimated)

	Number of Letters Written to MPs
	40
	

	Number of Individual Letter Writers
	32
	

	Number of Letters Written to Ministers
	20
	

	Number of regional letter writers
	5
	

	MEDIA

	Radio interview
	ABC 891
	Interviews on March 2 

	TV Interview
	SAS 7
	01/01/2011

	Print
	The Advertiser 17 December
	17 December 2010


ATTACHMENT 6. 
KEEPING COOL PROJECT OFFICER TASKS AND ACTIVITIES

	
	

	Keeping Cool Alliance Meeting
	Five meetings between February and August 2011. 

	Organised public events/forums
	Alliance Launch, Parliamentary Briefing and Public Forum.

	Organised media interviews for Advocates
	Interviews on ABC 891, (2) SAS7 and the Advertiser.

	Performed media interviews
	5RPH, (2)Senior News, Radio Adelaide

	Articles written
	MS SA/NT Journal

	Information contributed to journals and newsletters
	ParaQuad SA, Parkinsons SA, MS,SCOSA, the Epilepsy Centre newsletters, Muscular Dystrophy Association of SA

	Liaised with stakeholders
	Meetings with Parkinsons, BINSA, MS/SANT, SACOSS, DFC, NDS prior to establishing the alliance. 

	Liaised with members of parliament
	Hon Vincent Kelly Dignity for Disabled MLC, Geoff Brock, Independent Member for Frome, Steph Key, Labor Member for Ashford, Vicki Chapman, Liberal Shadow Minister for Disability, advisors to Jennifer Rankine Minister for Families and Communities

	Developed and maintained data base of organisations and volunteers
	

	Organised letter writing to MPs
	Briefed MS SA/NT volunteers, prepared resource packs of sample letters, addresses etc



	Developed website
	Included resources for letter writers

	Developed facebook page
	Included resources for letter writers

	Met with groups of clients
	Parkinsons SA

	Briefed delegation to meet the Minister and organised the meeting
	April 27 2011


ATTACHMENT 7   

MEDIA CLIPPINGS AND TRANSCRIPTS
Australian Seniors 1/02/11
Turning up the heat on cooling concessions

The Rann Government is being lobbied to give power concessions to people whose medical conditions require them to run air conditioning on hot days.

Keeping Cool Campaign co-ordinator David Winderlich said South Australia and Tasmania were the only states not offering a special power bill discount to people on low incomes who need to keep cool.

“Heat intolerance is a significant medical problem affecting people with multiple sclerosis,” he said.

“As little as 0.5 degrees Celsius increase in core body temperature can significantly increase symptoms.”

Heat intolerance also significantly affects some people with other conditions including Parkinson’s disease, post-polio syndrome and spinal cord injury.

The Keeping Cool Campaign plans a launch this month and has attracted membership from organisations representing people with medical conditions which require them to stay cool. 

Help from individuals in a letter writing campaign to MPs will also be welcome.

Mr. Winderlich estimates that about 2000 people would qualify for the discount. 

“It’s a relatively small amount for the State Government, but would make a big difference for people who need to keep cool for medical reasons beyond their control,” he said.

On average, people with multiple sclerosis in South Australia spent between $627 and $836 operating their air conditioners to stay cool in 2009-10. This is seven times more than average SA households.

The campaign proposes that the State Government implement a medical cooling energy concession to cover about one-third of this cost – $210-280 annually.

There are about 2000 people with MS in South Australia. About 52 per cent have personal incomes of less than $26,000 a year. People with MS incur significant disease-related out-of-pocket costs of more than $4000.

“Experience in states which do offer concessions is that the very important need for a small group of people can be met with minimal cost to government,” Mr Winderlich said.

Details from David Winderlich 0408-984-980.

ATTACHMENT 7   

MEDIA CLIPPINGS AND TRANSCRIPTS
TRANSCRIPT OF INTERVIEW ON ABC LOCAL RADIO in November 21 0o 22nd 2010

 (Top rating in its 8.30-12.00 time slot)

Jess Frick, MS Sufferer & Dr Mark Slee, Neurologist, Flinders Medical Centre   (891ABC 10.37-10.45)   Push to secure energy subsidies for people suffering heat intolerance

 

(Abraham: Some of us are yearning for a bit of warm weather but not if you suffer from heat intolerance … there’s a bit of a push to make us aware of this and get them some financial help in terms of certainly electricity concessions so they can run air-conditioners longer and earlier than most of us would. MS Australia is one of those who are worried about this but also people with acquired brain injuries, Motor Neurone Disease and Parkinson’s Disease, they also suffer from heat intolerance. Jess Frick is a young man who has MS … can you explain what heat does to you?)  Frick: … when the temperature goes up … a lot of my symptoms increase. My fatigue would greatly increase, by general mobility would go down so I would have trouble even getting up and walking to the sink and getting a glass of water … my dexterity will go down, I can’t write anything properly, I can’t even pick up the remote to change the TV channel … when it hits 30 … a lot of these problems would come on … it’s shown medically that just a change of 0.5 degrees in the core body temperature can bring on these symptoms … (Abraham: … what do you do year round? Do you run air-conditioning to keep the house cool? … ) … I try and keep it as cool as possible. We’re lucky enough to have refrigerated air-conditioning to keep it quite cold in the house … (Bevan: … Dr Mark Slee … what’s going on inside the sufferer of multiple sclerosis in situations like this?) Slee: … once the ambient temperature goes up in a person’s core temperature, a person with multiple sclerosis’s core temperature starts to rise, a non specific general increase in that person’s fatigue is one of the first symptoms that they report. But more … debilitating are the emergence of quite specific neurological symptoms beyond just feeling hot and tired … can be something like the loss of vision that can be rapid and restore again if a person cools down, a sudden increase in weakness, a sudden increase in unsteadiness … the very small changes in core temperature can have a profound effect on the electrical conduction within inflamed nerves in the nervous system … (Abraham: … I imagine for people … have MS … coupled with the fact that you need to control the temperature in your house … is the fact that you’re not working … you’re probably not working or you’re certainly not able to work as actively as you’d like or you may not be able to work at all, you may have a carer … so your income would be affected. You’re not in a great position to be running … a reverse cycle air-conditioner.) … a lot of persons with multiple sclerosis are in a supported environment. Many aren’t and many lead very productive and fulfilling lives but many have significant deficits such that their income and their financial quality of life is significantly reduced. (Bevan: Now, the MS Society is campaigning to have increased energy concessions for people … ) … my role has been to try and advise societies like the MS Society and through them government to increase their awareness of this issue and leave it to the Society and the legislators to decide the relative merit of providing a benefit for people with multiple sclerosis. But I do know that – for example I worked in Victoria and we were able to put paperwork through that would give people access to some benefits there for cooling. (Bevan: … that indicates it’s a state based thing, this would be something for the South Australian Government?) Yeah, I don’t know about the domain across – the regulation across Australia but I know that within Victoria when I was there a few years ago we had a scheme up. (Bevan: … how MS sufferers do we have?) The total population in South Australia appears to be around 1,500 to 1,700. (Bevan: Okay, so it’s not a lot of people but if you were able to introduce something like this, an increased energy concession for people who are heat intolerant, you’d make a big difference to their standard of living?) Certainly and we also have other strategies we help people in the clinic with particularly in terms of core cooling strategies; ice vests and similar products that can help people stay at work … (Bevan: … thank you for talking to us … ) (Abraham: … good luck with that campaign. It sounds like a pretty sensible approach and being handled sensitively by the MS Society and others.) (Bevan: ...we can put in a call to Patrick Conlon the Energy Minister and ask him whether … they’re considering anything like this.) (Abraham: It’d be a relatively small concession.) (Bevan: Yeah, 1,500 people a bit of help with running their air-conditioners, it can’t be too hard.)

Jess Frick, MS Sufferer & Dr Mark Slee, Neurologist, Flinders Medical Centre   (891ABC 10.37-10.45)   Push to secure energy subsidies for people suffering heat intolerance

 

(Abraham: Some of us are yearning for a bit of warm weather but not if you suffer from heat intolerance … there’s a bit of a push to make us aware of this and get them some financial help in terms of certainly electricity concessions so they can run air-conditioners longer and earlier than most of us would. MS Australia is one of those who are worried about this but also people with acquired brain injuries, Motor Neurone Disease and Parkinson’s Disease, they also suffer from heat intolerance. Jess Frick is a young man who has MS … can you explain what heat does to you?)  Frick: … when the temperature goes up … a lot of my symptoms increase. My fatigue would greatly increase, by general mobility would go down so I would have trouble even getting up and walking to the sink and getting a glass of water … my dexterity will go down, I can’t write anything properly, I can’t even pick up the remote to change the TV channel … when it hits 30 … a lot of these problems would come on … it’s shown medically that just a change of 0.5 degrees in the core body temperature can bring on these symptoms … (Abraham: … what do you do year round? Do you run air-conditioning to keep the house cool? … ) … I try and keep it as cool as possible. We’re lucky enough to have refrigerated air-conditioning to keep it quite cold in the house … (Bevan: … Dr Mark Slee … what’s going on inside the sufferer of multiple sclerosis in situations like this?) Slee: … once the ambient temperature goes up in a person’s core temperature, a person with multiple sclerosis’s core temperature starts to rise, a non specific general increase in that person’s fatigue is one of the first symptoms that they report. But more … debilitating are the emergence of quite specific neurological symptoms beyond just feeling hot and tired … can be something like the loss of vision that can be rapid and restore again if a person cools down, a sudden increase in weakness, a sudden increase in unsteadiness … the very small changes in core temperature can have a profound effect on the electrical conduction within inflamed nerves in the nervous system … (Abraham: … I imagine for people … have MS … coupled with the fact that you need to control the temperature in your house … is the fact that you’re not working … you’re probably not working or you’re certainly not able to work as actively as you’d like or you may not be able to work at all, you may have a carer … so your income would be affected. You’re not in a great position to be running … a reverse cycle air-conditioner.) … a lot of persons with multiple sclerosis are in a supported environment. Many aren’t and many lead very productive and fulfilling lives but many have significant deficits such that their income and their financial quality of life is significantly reduced. (Bevan: Now, the MS Society is campaigning to have increased energy concessions for people … ) … my role has been to try and advise societies like the MS Society and through them government to increase their awareness of this issue and leave it to the Society and the legislators to decide the relative merit of providing a benefit for people with multiple sclerosis. But I do know that – for example I worked in Victoria and we were able to put paperwork through that would give people access to some benefits there for cooling. (Bevan: … that indicates it’s a state based thing, this would be something for the South Australian Government?) Yeah, I don’t know about the domain across – the regulation across Australia but I know that within Victoria when I was there a few years ago we had a scheme up. (Bevan: … how MS sufferers do we have?) The total population in South Australia appears to be around 1,500 to 1,700. (Bevan: Okay, so it’s not a lot of people but if you were able to introduce something like this, an increased energy concession for people who are heat intolerant, you’d make a big difference to their standard of living?) Certainly and we also have other strategies we help people in the clinic with particularly in terms of core cooling strategies; ice vests and similar products that can help people stay at work … (Bevan: … thank you for talking to us … ) (Abraham: … good luck with that campaign. It sounds like a pretty sensible approach and being handled sensitively by the MS Society and others.) (Bevan: ...we can put in a call to Patrick Conlon the Energy Minister and ask him whether … they’re considering anything like this.) (Abraham: It’d be a relatively small concession.) (Bevan: Yeah, 1,500 people a bit of help with running their air-conditioners, it can’t be too hard.)
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FEAR: Jean and Bob Connerty of Pennington examine one of their electricity bills. Picture: Campbell Brodie Source: The Advertiser 

POWER price hikes have left pensioner Bob Connerty unsure if he will survive until next Christmas. 
Wheelchair-bound Mr Connerty, 79, suffers from Parkinson's disease, which impairs his body's ability to regulate body temperature.As a consequence, a large portion of his pension already goes straight to paying power bills.

That portion will rise substantially from January 1 after the Essential Services Commission approved a 12 per cent rise in power costs earlier this week, costing the average household an extra $140 annually.

"I live in a housing trust home which means everything is electric, it already is so difficult and it is only going to get tougher for us," Mr Connerty says.

"We are trying to look into the future but the way things are, it is very frightening for us.

"We are very careful what we spend, but with this price rise I just do not see how we are going to survive."

The price hike follows a string of basic utility and interest rate rises which will cost the average household an extra $310 next year.

Parkinson's SA chief executive Christine Belford says she has written to the State Government asking it to help people like Mr. Connerty.

"As many people with Parkinson's are on low incomes, the financial impact of running their air conditioners to ameliorate the effects of their heat intolerance, is significant," she said.

South Australia and Tasmania are the only states which do not provide special power rebates for people with disabilities such as Parkinson's disease, multiple sclerosis and cerebral palsy.

MS Society of SA/NT figures show sufferers' air-conditioning usage may cost about $1000 annually after next year's rise - seven times more than the average household.

Minister for Disability Jennifer Rankine said the State Government had committed $70.9 million over four years in additional funding for services to Disability SA as part of the 2010-11 Budget. She said a report on the medical impacts of heating and cooling was underway.
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Expecting Some Big Electricity Bills this Summer?
 
Coping with the extra fatigue and increases in other MS symptoms caused by the hot temperatures of summer is a fact of life for almost everyone with MS. So are the high electricity bills from running your air-conditioner, approximately ten times higher than average South Australian households. But at last there is some help in sight.
 
All around Australia State Governments are introducing concessions in recognition of the high electricity costs for people with MS and other heat intolerant conditions just to keep cool.
 
New South Wales, Western Australia, Queensland and Victoria now have electricity concessions in place for people who heat intolerant as a result of medical conditions such as MS, Parkinson’s and Post Polio Syndrome. 
 
Most of these initiatives have been the result of Keeping Cool campaigns run by MS Australia. Other organizations representing people who are heat intolerant have also actively supported these campaigns. 
 
We launched the South Australian Keeping Cool campaign several months ago and so far the Government is reacting positively to the idea of assisting people with heat intolerance. But there are many competing demands on Government funds so there is a long way to go.
 
The success of this campaign in other states has been the result of strong support from people with MS, particularly in writing letters to their local Members of Parliament. It is amazing what an impact one short and simple letter can have. Your local member probably has no idea what a serious issue heat is for people with MS, and how much you have to run your air conditioner than most households. 
 
Your letter could make all the difference to our success in South Australia. 
 
We can help by find out who your local MP is, as well as providing some practical tips and assistance in writing your letter. So if you’ve got 20 minutes and want to help to make sure that we get a medical cooling electricity rebate in place in South Australia,  please contact David Winderlich, the Campaign and Capacity Building Officer for the Keeping Cool Campaign. His email is keepingcool@msaustralia.org.au or you can phone him on 0408 984 980.
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