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I AM PLEASED TO HAVE BEEN GIVEN THIS OPPORTUNITY TO SPEAK AT 

THIS IMPORTANT CONFERENCE AND THANK THE AGPN AND LEANNE 

WELLS FOR INVITING ME HERE. 

IT IS SO IMPORTANT TO CONSIDER THE ISSUES THAT YOU HAVE BEFORE 

YOU IN HEALTH AND CARE REFORM FROM THE PERSPECTIVE OF 

CONSUMERS AND NOT JUST ON THE BASIS OF THE FINANCIAL ISSUES 

THAT SO DOMINATE THESE DEBATES. 

I HAVE A PASSIONATE INTEREST IN AGEING AND DEMENTIA. 

I HAVE DEVELOPED SOME STRONG VIEWS AS A FORMER CARER FOR MY 

FATHER AND AS A CONSEQUENCE OF THE ROLES I HAVE CARRIED OUT 

OVER RECENT YEARS WITH ARTHRITIS AUSTRALIA AND THE MACULAR 

DEGENERATION FOUNDATION, AND MORE RECENTLY AS NATIONAL 

PRESIDENT OF ALZHEIMER’S AUSTRALIA  

I HAVE BEEN INVITED TO TALK TO YOU TODAY ABOUT CHALLENGES TO 

THE HEALTH CARE SYSTEM OVER THE NEXT FEW DECADES... FROM A 

CONSUMER PERSPECTIVE.  
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MUCH OF WHAT I SAY THIS AFTERNOON IS COLOURED BY THE FAMILY 

CARERS AND PEOPLE WITH DEMENTIA THAT I HAVE MET IN THE LAST SIX 

MONTHS.  AND MORE RECENTLY BY THE MOVING STORIES WE HAVE 

HEARD OVER THE LAST THREE WEEKS WHEN ALZHEIMER’S AUSTRALIA 

TOOK PART IN CONSULTATIONS ACROSS AUSTRALIA ON THE REFORM OF 

AGED CARE  

ALZHEIMER’S AUSTRALIA WAS FUNDED BY THE DEPARTMENT OF HEALTH 

AND AGEING TO UNDERTAKE THESE CONSULTATIONS ON 

RECOMMENDATIONS OF THE REPORT OF THE PRODUCTIVITY COMMISSION 

REPORT CARING FOR OLDER AUSTRALIANS.   

BUT THE CHALLENGES FACED BY THOSE LIVING WITH DEMENTIA ARE NOT 

CONSTRAINED JUST TO ONE PART OF THE SYSTEM OR ANOTHER, AND 

NOT SURPRISINGLY, CONSUMERS HAVE WANTED TO TALK ABOUT MUCH 

MORE THAN JUST AGED CARE.  

THEY HAVE WANTED TO SPEAK ABOUT THE WHOLE EXPERIENCE OF THE 

JOURNEY OF DEMENTIA.  
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THESE DISCUSSIONS HAVE GIVEN US INSIGHTS INTO HOW THE CARE 

SYSTEM WORKS; HOW IMPORTANT A DIAGNOSIS IS TO PLANNING THE 

JOURNEY WITH DEMENTIA AND THE DIFFICULTIES OF NAVIGATING THE 

SYSTEM.   

THERE HAVE BEEN SOME GOOD STORIES BUT WE HAVE HEARD MANY 

MORE HEART-WRENCHING EXPERIENCES. 

AND IT IS CLEAR TO ME THAT CONSUMERS WANT TWO THINGS ABOVE 

ALL. 

FIRST, THEY WANT TO BE EMPOWERED AS ACTIVE PARTNERS IN CARE 

PLANNING AND SERVICES... PEOPLE WITH DEMENTIA AND THEIR CARERS 

WANT TO UNDERSTAND THE PROCESS AND THE DECISIONS BEFORE 

THEM, AND THEY WANT TO BE ABLE TO EXERCISE SOME CONTROL OVER 

THE CARE AND THE SERVICES THEY RECEIVE. 

 

AND SECONDLY, CONSUMERS WANT AN INTEGRATED CARE SYSTEM WITH 

CLEAR PATHWAYS OF CARE. 
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RIGHT NOW THE SYSTEM FAILS TO DELIVER EITHER OF THESE THINGS TO 

MOST, AND IT IS THE NATURE OF THESE FAILURES, AND THE THINGS THAT 

MIGHT BE DONE TO ADDRESS THEM THAT I AM GOING TO FOCUS THIS 

AFTERNOON. 

FOR MOST PEOPLE WITH DEMENTIA – AND CERTAINLY FOR MY OWN 

FATHER WHO HAD VASCULAR DEMENTIA – THE JOURNEY STARTS WITH 

PRIMARY CARE.  

WE KNOW FROM MARKET RESEARCH THAT 94 PER CENT OF PEOPLE WHO 

ARE CONCERNED ABOUT THEIR MEMORY WILL CONSULT THEIR GP AS THE 

FIRST POINT OF CONTACT.  

THIS SHOWS THAT, AS WITH MANY OTHER CHRONIC DISEASES, PEOPLE 

EXPERIENCING THE FIRST SYMPTOMS OF DEMENTIA KNOW WHERE TO 

ACCESS THE SYSTEM FOR INFORMATION AND SERVICES.  

UNFORTUNATELY, THE RELATIVELY STRAIGHTFORWARD ENTRY POINT 

BELIES A CONFUSING MAZE OF AGED CARE TEAM ASSESSMENTS, 

UNCERTAINTY ABOUT DIAGNOSIS, AND UNCERTAINTY ABOUT HOW TO 

MANAGE THE DISEASE. 
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ALZHEIMER’S AUSTRALIA RECENTLY CONDUCTED A REVIEW OF 

DIFFERENT NATIONAL PLANS IN AUSTRALIA AND OTHER COUNTRIES TO 

ADDRESS DEMENTIA.  THERE IS A COMMON THEME TO THESE DIFFERENT 

PLANS.  

THE SAME APPROACHES THAT ARE USED TO TACKLE OTHER CHRONIC 

DISEASES SUCH AS CANCER ARE THE ONES THAT ARE NEEDED TO 

ADDRESS DEMENTIA, AND ARE ESSENTIALLY THE GOLD STANDARD OF 

ANY PUBLIC HEALTH FRAMEWORK. THEY INCLUDE 

• RISK REDUCTION 

• EARLY DIAGNOSIS 

• DISEASE MANAGEMENT 

• PALLIATIVE CARE AT END OF LIFE 

• APPROPRIATE INVESTMENT IN RESEARCH 

 

FEW WOULD ARGUE WITH THE LOGIC BEHIND THIS FRAMEWORK, BUT 

REMARKABLY, DEMENTIA IS OFTEN NOT SEEN AS A CHRONIC DISEASE AT 

ALL. RATHER, IT IS OFTEN CONSIDERED AN UNFORTUNATE 

CONSEQUENCE OF AGEING.  

DEMENTIA IS NOT A NORMAL PART OF AGEING. 
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WE ARE FACING A DRAMATIC SHIFT IN THE PREVALENCE OF CHRONIC 

DISEASES IN AUSTRALIA. WHEREAS PREVALENCE RATES FOR DISEASES 

SUCH AS CANCER AND HEART DISEASE ARE BEGINNING TO STABILISE, 

DEMENTIA PREVALENCE CONTINUES TO INCREASE. 

WITHOUT A MEDICAL BREAKTHROUGH, AUSTRALIA IS FACING THE NEAR 

CERTAINTY OF ALMOST 400,000 PEOPLE WITH DEMENTIA WITHIN 10 

YEARS, OVER HALF A MILLION IN 20 YEARS, AND CLOSE TO ONE MILLION 

PEOPLE BY MID-CENTURY.  

THIS IS VERY SIMPLY A FUNCTION OF THE AGEING POPULATION – 

SOMETHING THAT I DO NOT HAVE TO EXPLAIN HERE – AND THE FACT THAT 

IN SPITE OF A GLOBAL RESEARCH EFFORT, THERE IS STILL NO PROSPECT 

OF ANY TREATMENT TO HALT, DELAY, OR CURE DEMENTIAS SUCH AS 

ALZHEIMER’S DISEASE.  

ALZHEIMER’S IS THE MOST COMMON FORM OF DEMENTIA AND ACCOUNTS 

FOR 50 TO 70 PER CENT OF ALL CASES. 
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THE PANDEMIC IS COMING. AND FIRST IN LINE TO FEEL ITS IMPACT WILL 

BE OUR HEALTH AND AGED CARE SYSTEMS. 

BY 2030 EXPENDITURE ON HOSPITALS AND RESIDENTIAL CARE FOR 

PEOPLE WITH DEMENTIA WILL BE THE THIRD HIGHEST COST – AND BY 

2060 THE LARGEST. 

PERHAPS BECAUSE OF THIS, SO MUCH OF THE HEALTH CARE DEBATE 

HAS BEEN CONCENTRATED ON HOW SERVICES WILL BE FUNDED RATHER 

THAN ON MEETING PEOPLE’S REAL NEEDS FOR CARE.   

THE PRODUCTIVITY COMMISSION REPORT INTO CARING FOR OLDER 

AUSTRALIANS WAS REFRESHING IN THAT IT FOCUSED ON PROVIDING 

CONSUMERS WITH GREATER ACCESS TO THE CARE THEY NEED  AND HOW 

WHERE THEY WANT TO RECEIVE IT. 

LOOKING ACROSS CHRONIC DISEASES AND THE AGEING OF THE 

POPULATION, I FEEL THERE ARE SIX KEY AREAS THAT NEED TO BE 

ADDRESSED GOING FORWARD. THESE ARE: 

 

 

 

 

 

 



9 

 

1. EMPOWERMENT OF CONSUMERS 

2. CONSUMERS KNOWING WHERE TO GO TO GET THE SERVICES THEY 

NEED 

3. SERVICES AND PROFESSIONALS THAT ARE INTEGRATED AND 

COMMUNICATE 

4. PREVENTATIVE HEALTH 

5. WORKFORCE 

6. QUALITY CARE AT THE END OF LIFE 

IN TERMS OF EMPOWERING CONSUMERS OF HEALTH SERVICES, THERE 

HAS BEEN AN INCREASING AWARENESS IN THE HEALTH COMMUNITY OF 

THE IMPORTANCE OF PARTNERING WITH CONSUMERS IN DEVELOPING 

CARE PLANS AND WORKING TOGETHER TO ADDRESS CHRONIC DISEASE.   

THE CONSUMER HEALTH FORUM OF AUSTRALIA HAS PLAYED A KEY ROLE 

IN RAISING THE BAR IN TERMS OF ENSURING THE CONSUMER VOICE IN 

THE HEALTH CARE SYSTEM.  BUT THERE IS STILL MUCH TO BE DONE.   
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WE HAVE HEARD COUNTLESS STORIES OF FAMILIES WHO KNEW 

SOMETHING WAS WRONG BUT HAD THEIR CONCERNS DOWNPLAYED OR 

DISMISSED BY THEIR GP AS “JUST A NORMAL PART OF AGEING”.   

LET ME REPEAT SOMETHING I SAID EARLIER: DEMENTIA IS NOT A NORMAL 

PART OF AGEING. 

FOR MANY PEOPLE, SUCH A REJECTION WILL MEAN A DELAY OF SEVERAL 

YEARS IN GETTING ACCESS TO A DIAGNOSIS; YEARS THAT WILL BE 

FILLED INSTEAD WITH UNTOLD STRESS AND WORRY ABOUT WHAT IS 

GOING WRONG.   

IN A DISEASE AS DIFFICULT TO DIAGNOSE AS DEMENTIA, FAMILIES MUST 

BE PARTNERS WITH THE GP FROM THE START.  

UNLIKE DIABETES OR SOME OF THE OTHER CHRONIC DISEASES, THERE IS 

NO SINGLE TEST THAT PROVIDES A DEFINITIVE DIAGNOSIS. THE FAMILY 

MEMBER WHO HAS LIVED WITH THE PERSON FOR THE LAST 30 YEARS IS 

MOST OFTEN THE KEY TO A TIMELY AND ACCURATE DIAGNOSIS. 
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EMPOWERMENT IS NOT JUST ABOUT DIAGNOSIS BUT IT IS ALSO ABOUT 

HAVING REAL CHOICES ABOUT CARE.  MOST OLDER PEOPLE WITH OR 

WITHOUT DEMENTIA WANT TO STAY IN THEIR HOMES AND THEIR 

COMMUNITIES FOR AS LONG AS THEY POSSIBLY CAN.  I CERTAINLY DO, 

AND I AM SURE THAT MOST OF YOU – IF NOT ALL OF YOU – WOULD NOT 

WISH TO SPEND YOUR FINAL YEARS IN A NURSING HOME IF YOU COULD 

AVOID IT. 

BUT AS ONE PERSON WHO WAS AT OUR CONSULTATIONS SAID: “THERE IS 

A GREAT NEED FOR SERVICES THAT SUIT CLIENTS AND CARERS, NOT 

JUST PROVIDERS.”   

IT IS ABSOLUTELY EESSENTIAL THAT IN FUTURE THE JOURNEY THROUGH 

THE SYSTEM IS MORE GEARED TO THE NEEDS OF THE PATIENT RATHER 

THAN THE SYSTEM. DEMENTIA IS A CONFRONTING DIAGNOSIS AND THE 

PATH THROUGH THE SYSTEM MUST BE EASY FOR THE PERSON WITH 

DEMENTIA AND THIER FAMILY CARERS TO NAVIGATE. 
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THERE IS A NEED TOO, FOR MORE COMMUNITY SERVICES AND 

ESPECIALLY RESPITE CARE. BUT IN THE HEALTH REFORM PROCESS 

THERE WAS HARDLY A WORD ABOUT THE ROLE OF COMMUNITY SERVICES 

AND DOING MORE TO INVEST IN LOW COST SERVICES THAT DO SO MUCH 

TO IMPROVE THE QUALITY OF LIFE OF OLDER PEOPLE AND THEIR FAMILY 

CARERS 

INDEED IT SEEMS TO ME THAT AGED CARE REFORM IS LAST CAB OFF THE 

RANK IN HEALTH PRIORITIES. 

FOR MANY KNOWING WHERE TO GET SERVICES CAN BE A CHALLENGE. 

“TRAVELLING THROUGH MUDDY WATER”...“A COMPLICATED MAZE”...“THE 

SYSTEM IS COMPLEX AND MYSTERIOUS” 

THESE ARE JUST SOME OF THE WORDS THAT PEOPLE WHO HAD TALKED 

TO US HAVE USED TO DESCRIBE THE HEALTH AND AGED CARE SYSTEM. 

THERE IS NO SHORTAGE OF INFORMATION.  MANY CONSUMERS TOLD US 

OF THE PILES OF PAMPHLETS AND BROCHURES THEY HAD RECEIVED.  

BUT THEY STILL DID NOT KNOW WHERE TO GO TO GET THE SERVICES 

THEY NEEDED.  
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FOR PEOPLE FROM MULTICULTURAL BACKGROUNDS THE PROBLEM 

BECOMES EVEN MORE DIFFICULT.   

PEOPLE ALSO FEEL THAT THEY ARE SHOVED FROM ONE SERVICE 

PROVIDER TO ANOTHER WITH NO ONE TO GUIDE THEM THROUGH THE 

DEMENTIA JOURNEY.  

PERHAPS EVEN MORE SURPRISING IS THAT SOME CONSUMERS WHO HAVE 

WORKED IN THE HEALTH CARE SECTOR FIND ACCESSING INFORMATION 

AND SERVICES TO BE A CONFUSING WEB OF PHONE NUMBERS AND 

REFERRALS. 

OF COURSE, IN AN IDEAL WORLD, WE WOULD BE ABLE TO STRAIGHTEN 

OUT THE MAZE AND WE HOPE THAT THE REFORM PROCESS WILL ACHIEVE 

THIS TO SOME EXTENT, BUT WE ALSO REALISE ALSO THAT THE SYSTEM IS 

COMPLICATED AND THESE THINGS TAKE TIME.  

SO AS PART OF THE REFORMS, WE NEED TO ASSESS WHETHER THE NEW 

“GATEWAY” RECOMMENDED BY THE PRODUCTIVITY COMMISSION HAS 

THE POTENTIAL TO BRING TOGETHER ASSESSMENT, INFORMATION AND 

ONGOING SUPPORT.  
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IN THE IMPLEMENTATION OF THIS NEW CONCEPT IT WILL BE IMPORTANT 

TO BUILD ON EXISTING NETWORKS ESTABLISHED BY COMMUNITY-BASED 

AGENCIES SUCH AS COUNCIL OF THE AGEING, CARERS AUSTRALIA, 

ALZHEIMER'S AUSTRALIA. IN SOME REGIONAL AREAS THAT WE HAVE 

VISITED THESE NETWORKS SEEM TO BE WORKING WELL FOR MANY 

PEOPLE.  

WHATEVER HAPPENS WE MUST ENSURE THAT THE NEW “GATEWAY” IS 

NOT SIMPLY A PATH TO MORE PAMPHLETS AND PHONE NUMBERS BUT A 

STRATEGY THAT RESULTS IN PEOPLE ACCESSING THE SERVICES THEY 

NEED AT DIFFERENT STAGES OF THEIR JOURNEY. 

CONSUMERS SAY THEY WANT TO TALK WITH SOMEONE WHO CAN GUIDE 

THEM THROUGH THE SYSTEM. IN OUR CONSULTATIONS A NUMBER OF 

CONSUMERS RAISED THE NEED FOR A “KEY WORKER” OR A “DEMENTIA 

LINK WORKER” WHO COULD WORK WITH INDIVIDUAL FAMILIES TO 

SUPPORT THEM THROUGH THE MAZE AND ASSIST THEM IN FINDING OUT 

WHERE TO GET SERVICES.  
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THIS MODEL HAS WORKED WELL IN BREAST CANCER, WITH SPECIALLY-

TRAINED AND REGISTERED BREAST CARE NURSES ACTING AS PATIENT 

ADVOCATES AND ASSISTING IN COORDINATING CARE FOR WOMEN WITH 

BREAST CANCER, THEIR FAMILIES AND CARERS.   

PEOPLE WHO HAVE BEEN AFFECTED BY BREAST CANCER SAY THE 

COORDINATION AND SUPPORT SERVICES OF THESE NURSES HAVE MADE 

A HUGE DIFFERENCE IN THEIR JOURNEY.   

AND IN DESIGNING A NEW WORLD IT WILL BE IMPORTANT TO CONSIDER 

THE ROLE THAT MEDICARE LOCALS MIGHT PLAY. 

THROUGHOUT THE DEMENTIA JOURNEY, PEOPLE MAY NEED SERVICES 

FROM THEIR GP, PRACTICE NURSES, NEUROLOGISTS, GERIATRICIANS, 

PSYCHO-GERIATRICIANS, NEURO-PSYCHOLOGISTS, AGED CARE 

PROVIDERS, ALLIED HEALTH PROFESSIONALS SUCH AS SPEECH 

THERAPISTS, OCCUPATIONAL THERAPISTS, DIVERSIONAL THERAPISTS, 

PALLIATIVE CARE SPECIALISTS AND SO ON. 
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YOU CAN IMAGINE THAT HAVING TO TELL EACH OF THESE INDIVIDUALS 

THE HISTORY OF THE PERSON WITH DEMENTIA IS CHALLENGING.  FILLING 

OUT ENDLESS FORMS WITH THE SAME DETAILS EVERY TIME YOU HAVE AN 

APPOINTMENT IS MADDENING.  

FOR EXAMPLE, ONE CONSUMER SAID “ONCE MY PARTNER ENTERED THE 

SYSTEM I WOULD HAVE THOUGHT THAT MEDICAL PROFESSIONALS AND 

CARE FACILITIES WOULD BE CONSULTING WITH EACH OTHER BUT THIS IS 

NOT SO.  THE AMOUNT OF PAPERWORK THAT CARERS HAVE TO DEAL 

WITH IS COMPLICATED, STRESSFUL AND EMOTIONALLY DRAINING.” 

WE LOOK FORWARD TO THE ELECTRONIC-HEALTH RECORD WHICH 

SHOULD ENSURE THAT INFORMATION ABOUT A PATIENT IS SHARED 

ACROSS HEALTH CARE PROFESSIONALS.   

AT THE SAME TIME, WE MUST NOT FORGET THE IMPORTANCE OF FACE –

TO-FACE CONTACT AND DISCUSSION ABOUT THE CARE OF A PATIENT.   
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A GP DOESN’T TREAT THE PATIENT IN ISOLATION.THERE IS A NEED FOR A 

HOLISTIC APPROACH THAT CONSIDERS HOW ALL OF THE PROFESSIONALS 

CAN WORK TOGETHER TO SUPPORT THE PERSON WITH DEMENTIA.  

USUALLY, THE JOURNEY WITH DEMENTIA IS A LONG ONE, OFTEN OVER 

EIGHT TO10 YEARS! 

 IT REQUIRES A PARTNERSHIP BETWEEN THE GP, THE PATIENT, THE 

FAMILY AND A HOST OF SERVICES: COMMUNITY AGED CARE SERVICES, 

HOME AND COMMUNITY CARE (HACC) SERVICES, ALZHEIMER’S 

AUSTRALIA’S LIVING WITH DEMENTIA COURSES AND THEIR WEALTH OF 

INFORMATION FOR THOSE WITH DEMENTIA AND THEIR FAMILIES; PLUS 

THE DEMENTIA BEHAVIOUR AND MANAGEMENT ADVISORY SERVICES (OR 

DBMAS)...THEY’RE JUST SOME OF A GP’S ALLIES IN HELPING PEOPLE WITH 

DEMENTIA AND THEIR FAMILIES.  

NOW IF ANY OF YOU ARE SITTING THERE A TAD CONFUSED ABOUT WHAT 

IS AVAILABLE IMAGINE HOW A PERSON WITH DEMENTIA FEELS!   
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THE DIVISIONS OF GENERAL PRACTICE – OR SOON TO BE MEDICARE 

LOCALS – AND THE COLLEGES OF GENERAL PRACTITIONERS SHOULD BE 

PROVIDING ALL GPS UP-TO-DATE INFORMATION ON WHAT SERVICES ARE 

AVAILABLE. 

ONE OF THE COMMONEST COMMENTS FROM CONSUMERS IS THEIR 

CONCERN ABOUT LACK OF, OR DELAY IN, DIAGNOSIS.  

GPs SHOULD CONSIDER THE IMPORTANCE OF COGNITIVE FUNCTION IN 

THE SAME WAY GPs ARE DILIGENT IN CHECKING BLOOD PRESSURE OR 

FOR BREAST LUMPS.  

COGNITIVE TESTING IS PARTICULARLY RELEVANT IF THERE ARE ANY 

COMPLAINTS OF MEMORY LAPSES AND FOR OLDER PATIENTS, FOR 

EXAMPLE IN THE 75+ ASSESSMENTS. IF TIME IS AN ISSUE, AND IT USUALLY 

IS FOR GPs, PROPERLY TRAINED PRACTICE NURSES COULD CARRY OUT 

RAPID TESTING AND DISCUSS RESULTS WITH THE GP. 

ONE OF THE POSITIVES I HAVE SEEN IN THE RECENT HEALTH REFORMS 

HAS BEEN AN INCREASED FOCUS ON PREVENTATIVE HEALTH SOMETHING 

I FERVENTLY BELIEVE IN. 
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THE DEVELOPMENT OF THE NEW AUSTRALIAN NATIONAL PREVENTATIVE 

HEALTH AGENCY SIGNALS THAT GOVERNMENT IS TAKING SERIOUSLY THE 

NEED TO KEEP PEOPLE HEALTHY INSTEAD OF JUST FOCUSING ON CURING 

PEOPLE WHO ARE ALREADY SICK AS A PRIORITY.  THE NEW HEALTH 

AGENCY WILL INITIALLY CONCENTRATE ON OBESITY, TOBACCO USE AND 

HARMFUL ALCOHOL CONSUMPTION. 

MY CONCERN IS THAT MOST AUSTRALIANS ARE UNAWARE THAT THERE IS 

A LINK BETWEEN PHYSICAL HEALTH AND BRAIN HEALTH. THE SAME 

THINGS THAT WE CAN DO TO KEEP OUR HEART HEALTHY MAY ALSO 

REDUCE OUR RISK FOR DEMENTIA.   

GIVEN THAT DEMENTIA IS THE SECOND MOST FEARED DISEASE AFTER 

CANCER, AND AMONG OLDER AUSTRALIANS THE MOST FEARED DISEASE 

OF ALL, IT IS NEGLIGENT TO NOT MAKE USE OF THE LINKS BETWEEN 

THESE DISEASES. 

THERE IS NOW EVIDENCE THAT APPROXIMATELY HALF OF THE CASES OF 

ALZHEIMER’S DISEASE WORLDWIDE ARE POTENTIALLY ATTRIBUTED TO 

RISK FACTORS SUCH AS DIABETES, HYPERTENSION, OBESITY, SMOKING, 

DEPRESSION, COGNITIVE INACTIVITY AND PHYSICAL INACTIVITY. 
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ALZHEIMER’S AUSTRALIA IS WORKING TO FORGE NEW PARTNERSHIPS TO 

ADDRESS SOME OF THESE COMMON RISK FACTORS.  WE ARE PART OF A 

CONSORTIUM REPRESENTING THE HEART FOUNDATION, NATIONAL 

STROKE FOUNDATION, DIABETES AUSTRALIA, KIDNEY HEALTH AUSTRALIA 

AND ALZHEIMER’S AUSTRALIA. 

TOGETHER, THIS GROUP RECENTLY WROTE TO THE MINISTER FOR 

MENTAL HEALTH AND AGEING, MARK BUTLER, ABOUT THE NEED TO 

INCLUDE ASSESSMENT OF THE VASCULAR RISK FACTORS THAT MAY 

LEAD TO SO MANY CHRONIC DISEASES AS PART OF PRIMARY HEALTH 

CARE CHECKS. 

TOGETHER WITH THE BUPA HEALTH FOUNDATION, WE ALSO RECENTLY 

RELEASED AN IPHONE APP- “BRAINY APP” WHICH AIMS TO INCREASE 

PUBLIC AWARENESS ABOUT THE RISK FACTORS FOR DEMENTIA.   

MORE THAN 85,000 AUSTRALIANS DOWNLOADED THIS APP WITHIN FIVE 

DAYS – MAKING IT AUSTRALIA’S MOST POPULAR APP – AND POINTING 

BOTH TO THE LEVEL OF INTEREST IN DEMENTIA AMONG THE POPULATION, 

AND TO THE LEVEL OF DEMAND FOR RISK REDUCTION MEASURES. 
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ONE THEME THAT EMERGED OVER AND OVER AGAIN AT OUR 

CONSULTATIONS – AND ONE THAT MIGHT SURPRISE YOU – IS THE NEED 

TO INVEST IN OUR HEALTH WORKFORCE.   

CONSUMERS ARE KEENLY AWARE THAT QUALITY HEALTH SERVICES ARE 

DEPENDENT ON A WORKFORCE THAT HAS GOOD PAY, ACCESS TO 

TRAINING AND UPSKILLING, AND A CAREER PATHWAY.  

ACCESS ECONOMICS HAS ESTIMATED THAT THE SHORTFALL IN THE 

COMMUNITY AND RESIDENTIAL WORKFORCE FOR PEOPLE WITH DEMENTIA 

WILL BE AROUND 150,000, BOTH INFORMAL AND FORMAL CARERS.  

THERE ARE PROBLEMS TOO FOR THE CARE OF PEOPLE WITH DEMENTIA IN 

THE ACUTE CARE SECTOR WHICH PERHAPS RECEIVE LESS ATTENTION.  

OFTEN PEOPLE WITH DEMENTIA ARE NOT RECOGNISED AS HAVING 

COGNITIVE IMPAIRMENT WHEN THEY ENTER HOSPITAL AND AS A RESULT, 

THEY DO NOT RECEIVE APPROPRIATE TREATMENT.  

ONE CONSUMER TOLD US OF HER MOTHER BEING ASKED TO TELL THE 

DOCTOR WHICH HIP SHE HAD BROKEN.  HER MOTHER WAS IN SEVERE 

PAIN BUT WAS UNABLE TO COMMUNICATE AND THE DOCTOR’S 

QUESTIONING JUST MADE THE SITUATION MORE CONFUSING.  
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OTHER FAMILIES TELL OF HOW THEY ARE ASKED TO PROVIDE PERSONAL 

CARE TO THE PERSON WITH DEMENTIA BECAUSE THE STAFF IS JUST NOT 

TRAINED TO DO SO. ONE CONSUMER IN MELBOURNE SAID “THERE IS NO 

STAFF TRAINING ABOUT DEMENTIA IN HOSPITALS. IF I DIDN’T GO IN TO 

FEED MY FATHER HE WOULDN’T HAVE BEEN FED FOR TWO WEEKS.” 

MY OWN FATHER WAS IN AND OUT OF HOSPITAL IN THE LAST 12 MONTHS 

OF HIS LIFE AND I ALWAYS HAD TO EXPLAIN TO NURSING STAFF THE 

NEEDS OF SOMEONE WITH DEMENTIA. 

“YOUR FATHER HAS BEEN BEHAVING IN A VERY AGITATED WAY” A NURSE 

TOLD ME, SOEMONE CROSSLY. THIS WAS NOT AN ISOLATED COMPLAINT. 

IT HAPPENED MANY TIMES.  

I USED TO EXPLAIN THAT WHEN THE ROUTINE OF SOMEONE WITH 

DIMENTA IS INTERUPTED THEY BECOME CONFUSED, AGITATED AND 

SOMETIMES AGRESSIVE. 
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“YOUR FATHER DIDN’T ORDER HIS MEALS,” A NURSE COMPLAINED ON 

ANOTHER OCCASION. “HE CAN’T SEE TO READ,” I TOLD HER. “HE HAS 

MACULAR DEGENERATION.” HIS CONDITION WAS NOTED ON HIS CHART 

BUT SHE HAD FAILED TO READ IT OR DIDN'T KNOW WHAT MACULAR 

DEGENERATION WAS... 

AND WHEN HE WAS IN THE LAST WEEK OF HIS LIFE AND HE NEEDED HELP 

TO EAT, HIS HOSPITAL TOLD ME THEY DIDN’T HAVE ANYONE AVALABLE TO 

FEED HIM HIS MEALS. COULDN’T I ARRANGE FOR HIS CARERS AND FAMILY 

TO COME IN AND DO THAT. DAD HAD HAD HEALTH INSURANCE FROM THE 

DAY IT WAS FIRST INTRODUCED.... 

HE WAS ALWAYS COLD TOO. IN WHATEVER HOSPITAL HE HAD THE 

MISFORTUNE TO BE IN.  IT’S MY EXPERIENCE THAT OLDER PEOPLE ARE 

OFTEN COLD. 

IF I CAN DIGRESS FOR A MOMENT...I’LL NEVER FORGET THE CHRISTMAS 

EVE I TOOK THE KIDS UP TO HAVE AFTERNOON TEA WITH DAD AT HIS 

HOME IN SYDNEY’S NORTH SHORE.  HE WAS WAITING FOR US IN THE 

LOUNGE ROOM, SITTING BEFORE A BLAZING LOG FIRE. 
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IT WAS ABOUT 32 DEGREES OUTSIDE. “DAD, WHAT’S WITH THE FIRE?” 

“I WAS COLD,” HE SAID. RIGHT! SO WE HAD AFTERNOON TEA IN FRONT OF 

THE FIRE ON ONE OF THE HOTTEST OF SUMMER DAYS...IT WAS A 

MEMEMORAL CHRISTMAS EVE. 

THESE ANECDOTES SHOW HOW URGENTLY WE NEED TO INCREASE THE 

LEVEL OF UNDERSTANDING AND SKILLS IN DEMENTIA CARE ACROSS THE 

SECTOR.  

WE NEED TO ENSURE THAT THE HEALTH WORK FORCE IS PREPARED AND 

TRAINED FOR THE CHANGING PATTERN OF CHRONIC DISEASES THAT THE 

AGEING POPULATION WILL PRESENT.  

WITH THE GROWING NUMBER OF OLDER PEOPLE IN AUSTRALIA IT WILL BE 

INCREASINGLY IMPORTANT THAT SOME MEMBER OF A GROUP PRACTICE 

HAVE EXPERIENCE WITH GERIATRIC ISSUES AND SEEK OUT TRAINING ON 

DEMENTIA DIAGNOSIS AND MANAGEMENT. 

QUALITY CARE AT THE END OF LIFE WILL ALSO BE ESSENTIAL. 
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GPS AND OTHER HEALTH CARE PROFESSIONALS HAVE THE DIFFICULT 

RESPONSIBILITY OF CARING FOR PEOPLE AT THE END OF THEIR LIVES. 

 

THE ADVANCES IN MEDICINE AND MEDICAL EXPERTISE OVER THE PAST 

CENTURY HAVE GIVEN US UNIMAGINABLE INCREASES IN LIFE 

EXPECTANCY AND IMPROVED POPULATION HEALTH ON MANY LEVELS. 

 

 HOWEVER, DEATH IS ALSO A PART OF LIFE, AND THERE WILL COME A 

TIME FOR MOST WHEN THE CARE PARADIGM WILL NEED TO SHIFT FROM 

PREVENTING OR CURING DISEASE TO ENSURING A QUALITY DEATH THAT 

RECOGNISES AND RESPECTS AN INDIVIDUAL’S CHOICES, AND CATERS TO 

THEIR EMOTIONAL AND SPIRITUAL NEEDS. 

 

UNFORTUNATELY, RELATIVELY FEW PEOPLE WITH DEMENTIA EXPERIENCE 

QUALITY PALLIATIVE CARE.  
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END-OF-LIFE COMPLICATIONS SUCH AS INFECTION AND ANOREXIA ARE 

OFTEN TREATED AS MEDICAL EMERGENCIES THAT PROMPT 

HOSPITALISATION, RATHER THAN AS NORMAL END-OF-LIFE PROCESS 

THAT CAN AND USUALLY SHOULD BE MANAGED BY GENERAL AND 

SPECIALIST PALLIATIVE CARE TEAMS IN THE PERSON’S OWN HOME, OR 

NURSING HOME.  

 

PAIN IN PEOPLE WITH DEMENTIA IS ALSO DREADFULLY MISMANAGED.  

 

A PERSON WHO CANNOT TELL THEIR DOCTOR WHERE IT HURTS OR HOW 

MUCH, IS LESS LIKELY TO RECEIVE APPROPRIATE ANALGESIA, AND IS 

MORE LIKELY TO BE SEDATED OR RESTRAINED. YET ALMOST ALL PEOPLE 

WITH DEMENTIA DO EXPERIENCE MODERATE TO SEVERE CHRONIC PAIN, 

AND ALMOST ALL SHOULD BE PRESCRIBED REGULAR PAIN MEDICATION.  

 

IT IS ALSO VITALLY IMPORTANT THAT HEALTH CARE PROVIDERS 

ENCOURAGE AND ASSIST PEOPLE WITH DEMENTIA TO ENGAGE IN A 

PROCESS OF ADVANCE CARE PLANNING EARLY ON.  
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THIS IS DIFFICULT OF COURSE. JUST COMING TO TERMS WITH A 

DIAGNOSIS OF A TERMINAL ILLNESS SUCH AS DEMENTIA AND THE HUGE 

IMPLICATIONS THAT THIS WILL HAVE FOR A PERSON AND THEIR FAMILY IS 

DIFFICULT ENOUGH, WITHOUT HAVING TO ALSO THINK ABOUT TREATMENT 

OPTIONS THAT MAY OR MAY NOT BE RELEVANT YEARS IN THE FUTURE.  

 

YET THESE DECISIONS AND THE PROCESS OF MAKING THEM ARE VITAL TO 

HELP REDUCE MORE HEARTACHE AND GRIEF LATER ON. 

 

LET ME READ A QUOTE FROM ONE OF THE CONSUMERS WE SPOKE TO 

RECENTLY: 

“MY MOTHER PASSED AWAY LAST YEAR. WE LOOKED AFTER HER 

AT HOME UNTIL SHE WAS VERY ILL.  

“AFTER ENTERING THE NURSING HOME IT WAS EXTREMELY 

UNDIGNIFYING. SHE COULDN’T SWALLOW, LOST WEIGHT, WAS LESS 

THAN 40 KILOS, LOST HER SIGHT.  

“I AM STILL FEELING THAT I LET MY MOTHER DOWN. SHE USED TO 

SAY ‘YOU WILL KNOW WHAT TO DO’ … PRESUMABLY SLEEPING 

TABLETS. 
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“WHEN MY TURN COMES I HAVE REQUESTED PALLIATIVE CARE. I 

DON’T WANT MY GRANDCHILDREN TO SEE ME CURLED UP WITH 

CONTRACTIONS.  

“I WAKE UP AT NIGHT THINKING ABOUT IT. MY MOTHER’S WISHES 

WERE NOT TAKEN NOTE OF. 

“I HAD TO PLEAD THAT MUM WOULD NOT BE TAKEN TO HOSPITAL IN 

AMBULANCE. THEY WERE GIVING HER ANTIBIOTICS TO KEEP THIS 

POOR LADY ALIVE.”  

 

I AM NOT HERE TODAY TO SPEAK ABOUT VOLUNTARY EUTHANASIA, 

ALTHOUGH IT IS A DEBATE I BELIEVE THAT THIS COUNTRY NEEDS TO 

HAVE. AND IT IS A DEBATE ALZHEIMERS AUSTRALIA HAS SET OUT TO 

INFORM. 

 

HOWEVER, I DO WANT TO STRESS THAT ALLOWING A PERSON TO DIE IN 

COMFORT, FREE OF PAIN, AND SURROUNDED BY FRIENDS AND FAMILY 

OFTEN DOES CONSTITUTE BEST PRACTICE CARE.  

 

REMOVING THEM FROM THEIR FAMILY AND SURROUNDINGS TO SEND 

THEM TO HOSPITAL FOR AGGRESSIVE ANTIBIOTIC TREATMENT, TUBE 

FEEDING AND ARTIFICIAL HYDRATION, OFTEN IS NOT.   
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SO WHERE TO FROM HERE? 

 

I HAVE OUTLINED FOR YOU SOME OF THE MAIN AREAS OF THE HEALTH 

CARE SYSTEM THAT, FROM A CONSUMER PERSPECTIVE, NEED TO BE 

CHANGED.  MY FOCUS HAS BEEN ON DEMENTIA AND AGED CARE BUT I AM 

SURE MANY OF THE SAME ISSUES CUT ACROSS ALL OF THE OTHER 

CHRONIC DISEASES. 

BUT WHAT ARE THE OPPORTUNITIES TO CREATE CHANGE? 

THE ESTABLISHMENT OF THE MEDICARE LOCALS PRESENTS A REAL 

OPPORTUNITY TO RETHINK HOW THE HEALTH SYSTEM WORKS.  

CONSUMERS QUESTION WHETHER WE REALLY HAVE A “SYSTEM” NOW OR 

JUST A NUMBER OF DIFFERENT SERVICES AND PROFESSIONALS THAT 

AREN’T WORKING TOGETHER.   

THE IDEA OF THE MEDICARE LOCAL HAS PROMISE. AN ORGANISATION 

WHOSE GOAL IT IS TO INTEGRATE SERVICES AND MAKE IT EASIER  FOR 

PATIENTS TO ACCESS THE SERVICES THEY NEED BY LINKING GPS, 

NURSES, HOSPITALS AND AGED CARE AND WHICH HAS  RESPONSIBILITY 

FOR IDENTIFYING GAPS IN SERVICES IN LOCAL AREAS SOUNDS 

EXCELLENT. 
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BUT THE CHALLENGE OF COURSE IS IN IMPLEMENTATION.  HOW DO WE 

ACHIEVE AN INTEGRATED SYSTEM THAT RESPONDS TO THE NEEDS OF 

INDIVIDUALS?   

I AM HEARTENED TO SEE THAT SOME MEDICARE LOCALS ARE ALREADY 

TAKING UP THE CHALLENGE OF FINDING INNOVATIVE WAYS TO 

COMMUNICATE WITH CONSUMERS.   

A NEW MEDICARE LOCAL HERE IN MELBOURNE HAS DEVELOPED A BLOG 

WHERE MEMBERS OF THE COMMUNITY CAN SHARE IDEAS ABOUT HOW 

HEALTH CARE COULD BE IMPROVED IN THEIR COMMUNITY.  

A SECOND REQUIREMENT FOR CHANGE IN ANY BUSINESS ENVIRONMENT 

IS CHANGING ATTITUDES AND CULTURE. THERE NEEDS TO BE A SHIFT IN 

THINKING ABOUT DISEASES THAT ARE ASSOCIATED WITH AGEING SUCH 

AS DEMENTIA THAT MOVES OUR POLITICAL AND PROFESSIONAL 

AWARENESS FROM SEEING THEM AS JUST A PART OF GROWING OLD TO 

BEING THE MAJOR CHRONIC DISEASES OF OUR TIME.  
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WE CAN NOT DELEGATE THE CARE FOR PEOPLE WITH DEMENTIA TO THE 

AGED CARE SYSTEM, ALTHOUGH THE SYSTEM OBVIOUSLY DOES HAVE A 

VERY IMPORTANT ROLE.  

INSTEAD WE NEED TO RECOGNISE THAT THE SAME PRINCIPLES OF RISK 

REDUCTION, TIMELY DIAGNOSIS, GOOD MANAGEMENT, AND PALLIATIVE 

CARE THAT APPLY TO OTHER CHRONIC DISEASES ARE NEEDED TO 

ADDRESS DEMENTIA.  

WE NEED TO MOVE FROM A SYSTEM WHICH FOCUSES ON “CURING” 

INDIVIDUALS WHO ARE SICK TO ONE WHICH AIMS TO KEEP PEOPLE WELL 

AND ENABLES THEM TO ACHIEVE THE BEST QUALITY OF LIFE 

REGARDLESS OF ANY CHRONIC DISEASE THEY MAY HAVE.  

AND, AS PART OF THIS CHANGE IN CULTURE, WE NEED TO EMBRACE A 

SHIFT IN THE POWER RELATIONSHIP BETWEEN PATIENTS AND THEIR 

DOCTORS.   

AS CONSUMERS BECOME EMPOWERED THROUGH GREATER ACCESS TO 

INFORMATION, THEY WILL DEMAND A GREATER ROLE IN THEIR CARE 

PLANNING.   
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ALREADY DOCTORS HAVE PATIENTS COMING INTO THEIR OFFICES WITH 

RESEARCH ARTICLES UNDER THEIR ARMS. AS THE BABY BOOMERS 

REACH THEIR 70s and 80s, I CAN ASSURE YOU THAT THIS TREND WILL 

CONTINUE. 

TECHNOLOGY WILL ALSO PROVIDE OPPORTUNITIES FOR NEW WAYS OF 

PROVIDING GOOD ACCESS TO CARE FOR PEOPLE IN REGIONAL AND 

REMOTE AREAS.  

THERE WILL BE EXCITING NEW POSSIBILITIES WITH TELEMEDICINE BY 

VIRTUE OF THE NBN. WE ALSO HAVE PRIME OPPORTUNITIES TO IMPROVE 

CONTINUITY OF CARE, COORDINATION BETWEEN CARE PROVIDERS, AND 

TRANSPARENCY FOR THE PATIENT THROUGH THE NEW E-HEALTH 

RECORDS SYSTEM.   

BUT WE MUST ALSO ENSURE THAT THE IMPORTANT RELATIONSHIPS AND 

COMMUNICATION THAT OCCURS FACE-TO-FACE BETWEEN HEALTH 

PROFESSIONALS AND PATIENTS S ARE NOT LOST. 
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LADIES & GENTLEMEN: THERE ARE A NUMBER OF EXCITING ACTIVITIES 

THAT ALZHEIMER’S AUSTRALIA HAS INITIATED TO TRY TO ADDRESS THE 

CONCERNS ABOUT DIAGNOSIS AND THE MANAGEMENT OF DEMENTIA IN 

PRIMARY CARE. 

WE ARE LOOKING AT WAYS TO INCORPORATE INFORMATION ABOUT 

DEMENTIA AND REFERRAL SERVICES INTO MEDICAL DIRECTOR, WHICH AS 

YOU KNOW THE LEADING SOFTWARE USED BY GPS IN THEIR PRACTICES.   

THE IDEA IS SIMPLE.  WE KNOW THAT GPS HAVE LIMITED TIME SO WE 

WANT TO MAKE INFORMATION ABOUT DEMENTIA AVAILABLE AT THEIR 

FINGERTIPS.  

AT A PRESS OF A BUTTON THEY WILL BE ABLE TO PRINT OUT FACT 

SHEETS FOR PATIENTS INCLUDING INFORMATION ABOUT SUPPORT 

SERVICES THROUGH ALZHEIMER’S AUSTRALIA AND OTHER AGENCIES OR 

LETTERS OF REFERRAL TO SPECIALISTS.  
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IN ADDITION, WE WOULD LIKE TO INCORPORATE A REMINDER THAT 

WOULD POP UP FOR PATIENTS OVER A CERTAIN AGE, FOR THE DOCTOR 

TO ASK QUESTIONS ABOUT MEMORY AND THINKING.   

LAST YEAR, ALZHEIMER’S AUSTRALIA PUT A PROPOSAL TO THE 

GOVERNMENT TO BRING TOGETHER THE MAJOR STAKEHOLDERS IN 

PRIMARY CARE FOR A NATIONAL SEMINAR TO DISCUSS WAYS TO ACHIEVE 

TIMELY DIAGNOSIS OF DEMENTIA.  

AS A STARTING POINT ALZHEIMER’S AUSTRALIA SUBSEQUENTLY 

RELEASED A PUBLICATION “TIMELY DIAGNOSIS OF DEMENTIA: CAN WE DO 

BETTER?” WHICH PROVIDES EVIDENCE ABOUT THE LENGTH OF TIME 

UNTIL DIAGNOSIS AND OUTLINED THE MAJOR BARRIERS TO GETTING A 

DIAGNOSIS. WE HAVE AGAIN INCLUDED THIS MODEST PROPOSAL IN OUR 

BUDGET SUBMISSION FOR 2012. 

TIMELY DIAGNOSIS IS ONE OF THE PRIORITIES THAT CONSUMERS HAVE 

IDENTIFIED FOR THE NATIONAL QUALITY DEMENTIA CARE INITIATIVE 

WHICH IS A PROGRAM THAT AIMS TO IMPROVE THE QUALITY OF DEMENTIA 

CARE BY GETTING RESEARCH INTO PRACTICE.  
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WE ARE CURRENTLY REVIEWING A NUMBER OF APPLICATIONS TO THIS 

PROGRAM WHICH HAVE COME UP WITH INNOVATIVE IDEAS ABOUT HOW 

TO IMPROVE DIAGNOSIS FOR PEOPLE WITH DEMENTIA ACROSS 

AUSTRALIA. WE EXPECT TO ANNOUNCE THE SUCCESSFUL GRANT 

RECIPIENTS IN MID-FEBRUARY. 

 IN CLOSING LET ME SAY THAT I HOPE THAT THE HEALTH CARE SYSTEM 

WE SEE IN 10 YEARS WILL BE SIGNIFICANTLY DIFFERENT THAN THE ONE 

WE ARE FAMILIAR WITH TODAY.   

I AM HOPEFUL THAT WE WILL HAVE A SYSTEM THAT EMPOWERS 

CONSUMERS AND WHICH PROVIDES AN INTEGRATED SYSTEM OF CARE.  

 WHAT’S HEALTH CARE WITHOUT CHANGE – FROM A CONSUMER 

PERSPECTIVE?  I SAY: BRING IT ON! 

 


