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il Why consumer stories?

Health Forum
of Australia

“Stories contain almost everything that is
required for a deep appreciative
understanding of the strengths and
weaknesses of a service or system”

This Is part of the evidence base to shape
better decisions about health policies,
services and spending — and to measure
and evaluate performance.
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Real People, Real Data

Health Forum
of Australia

“The aim Is to equip consumer health
advocates, health services and health policy
makers with a relevant and practical tool that
can assist them to gather, analyse and
present consumer stories, and use this
often overlooked evidence base to shape
health decision-making.”
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Consumers

Health Forum
of Australia

The Real People
Real Data Toolkit

Bringing consumer experience to
evidence-based decision-making

Collecting, analysing and using
consumer stories to improve healthcare



@ Four tools In the toolkit

Consumers
Health Forum
of Australia

Planning to engage and partner with
consumers

Patient life journey

Consumer interviews

The health experience wheel
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What

O,

Why

Who

How

Assess

O

Planning

. What: Define what your objectives are

. Why: Define why you’re using stories to achieve your objectives

. Who: Define your participants (who do you need to hear from, and how many

stories you do need)

. How: Define how you will invite and support your participants when you use

the Real People, Real Data Toolkit, and how you will identify and manage risks
to participants and support their control of the process.

. Assess: Assess whether your objectives were met, and share what you

find with participants



1 The patient life journey

Consumers
Health Forum
of Australia

* A change In health

« Seeking assistance

* Diagnosis

71 Treatment

 Life with a health issue

Representing l[consumenrs |




(W)

Consumers

Health Forum
of Australia

Consumer Interviews

¢ Semi-structured interviewing/ structured

* Hig
 RiIC

listening

« Based on the stages In the patient life
journey

nlights what matters to consumers
n iInformation about what’s working,

ang

what’s not, as people navigate a

complex health system
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But in can be & shock, especially 1o be disgnosed a3 youna, When yvou think you're reletively (it and also if you're trying
start a family, it can of course be a setback
s a young person trying to start a family, diagnosis came as a shock (5)

[In general | would also change] the diagnosis iteelf and the criteria that people look at bafore testing
e people for diabetes, coz | wouldn't have fit the nomal criteria. I'm nok overweight, 'm not
approaching 50 or retirement. If | hadn't gane myself | woukd have been flying under the scanner,
IFm sure there are a kot of women like me out there, who are on the Rill, and whose symptoms
are maskad. And it's only when they reach the stage where they're trying to have a child that
they realise that there are all these barriers in place,
for me the most beneficial | think even though It was the most difficult part to corme on Life with a The criteria for diabetes testing should be broadened - | didn't fit all the normal criteria
board with in the glucoss testing_the monitor. So after every meal, after the last meal health but did have risk facters (4)
of the day, wou know 2 hours later | tested ry sugar and | could see the spike so | (S
knesw what 'd eaten and how It has affected my body and my blood glucose. SaLE You know, [t would be goad if the health system can kook at ways to address these
Glucose testing difficult, but beneficial for self-management (9) 9 issues earlier, 0 rare preventative care, rether than once 've been diagnesed,
Sa yeah, that's one other thing that | would ¢hmqe
Focus should be on diabetes prevention, not management (4)

Tha gther thing | would say Is what they probably didn't address is the
9 andety lavel that | was going through coz the entire process from first
tasting to disgnosis took nearly 2 months so in that meanwhile, I'm the
one dealing with the reality that maybe |'ve got to push back my family
planning et so there wasn't necessarily an acknowladgement of that. |

So you know. it is a disease that can be controlled through fitness and diet. If | knew someone had been
diagnosed, you know, it's not the end of the world, it's just you have to be more caneful. there will be
a Ilfestyleshull arcund what you eat. how you eat and how you exercise, but | think it forces you to
take responsibility for your hoalth, So in a way, yvou can see the silver lining,
The silver lining of diabetes is it can be controlled by diet and exercise (9)

and of course | have a, you know?from being like a normal person, no
medicings nothing, to going to you know, pricking yourself twice a day?that
was a hit of a jarring reality of being a diabetic and also the fact that | was
trying to start a family?it was cbviously a bit disheartening.
Blood glucose monitaring was “jarring”, "disheartening” (6)

And then the monitoring for 2 weeks was the toughest part coz that was daily, e
Diagnosis

Diagnosis

I would have thought that [having Pelycistic

Well, I'd say [overall] it [diagnos|s] was a very stressful process coz Ovary Syndrome (PCOS)] would default make would say It was a cautious approach and more like "test” rather than
there was no cefinitive results. First Blood test just showed the spike (n you r:mvnﬂudane fE:lr gel:t:II!\g on type 2 diabetes “diagnose”
Imsulin and that, you know, got me worried. Then the next et of tests preventative management or pre-diabetic care. Cautious approach croated anxiety that was not addressed during
‘which was the fasting blood glucose, also showed a spike and that got But that didn't get friggered in the system. I've diagnasis (8)

me even more worried. So it was like you kmow, when am | actually
going to have access to medicines ar what should | be doing?
Multiple tests prior to diagnosis were stressful (6}

bewn living in Australia for 4 years and it took
me going to the GP and asking for the test
before | could access medication that could
help me with my condition. And all my
gynaecologists knaw that | had PCOS. .50 ideally
I would have liked the health system - you
know, allled health, GPs- to be speaking to each
other and you know, knowing that here's a
person who's got insulin resistance and a high
Family risk of diabetes so we should be careful,
we should be monitoring and whenever we see
that unusual splke we should try and get her on Diagnosis
medication. So that was disappointing, that's
one thing | would have changed.

Woman, 29, Diagnosed with Type 2
Diabetes inn the past 12 months

So I find it makes it better..for me to manage being a diabetic, OF
course [?ve got to be really careful with what | eat, and how | eal, and
when | eat it, but having the pill means that there?s somaething else
waorking in the Background. IPm pretty happy with that.

Medication helps to "manage being a diabetic” (4)

[Diabetes] is a rapidly spreading disease, and it is a chronic dissase,
50 peophe live with it for the rest of their lives. And what 'm seeing
and finding is that if pecple get diagnosed as early as | do, it's a
relativaly large burden of care, for a very long span of time. 5o I'm
going o have to manage this disease for the foreseeable future, And
if you take just the average age in Australia for me, that's for the next
50 years. 5o in barms of where the point of care should begin, and
‘whate should you start diagnosing, | tink it's important and Pm happy
I'm Gotting Lo share my experience,
9 As 5  younger patient, early diagnesis is importent to long-term
management. (4)

| fee| [the outcomes of treatrnent o far], it's good. | personally find
that belng on the medicines actually helped relieve some of the stress
with being diabatic. | find rmy energy levels are better, coz after |'d
gotten off the plll, my energy had flatined, and that's when the insulin
resistance really came to the fore. 9
Good treatment sutcomes - mone energy (4)

5o that infarmation hadn't been shared by my GP, but at some point | did
get toa point where | was purchasing it buk it was too late to actually
berefit off the Scheme so it was that sort of thing. 9
GP did nat share infermation about NDSS scheme. (2)

5o the Syndrome (teedf |s sort of lke a bad package deal. It cauzes insulin
rasistance and it can cause high blood cholesteral ete but again, POOS (tself
Iz azsociated with wormen or people with high EMI and problems with
obesity, so | didn't think that would be a problem with me. | didn't think | was
the usual candidate.
Net a "usual candidate” for diabetes. High blood sugar picked up during PCOS
treatment

well because it was diabetic testing, in most cases it was bulk billed, except for
the 2 hour fasting one, which | don't think, yeab, | had to pay for that one. 9
Most diagnostic tests were bulk-billed (1)

But in general | think, pathology etc, everyone seermed to think it as routine. Didn't
encounter much problems there 9 Diagnosis 50 because | do have polyeystic ovarian syndrome, | find that that sort of became like
In general, smooth experience with pathology and cther services . (4) # barrier to getting diagnosed with type 2 diabetes because it?s sort of understood that
maost people with it will at some point will become diabetic, but | think the fact that my age

Anclit was only because | asked to be tested that they bested for my cholesterol as well, so Was wery vound, and Because | don?t it the high BMI, secentary lifestyle candicate, the

even though | do have a strong family history, it didn't prompt the GP to do this as a routine e doctar was reluctant,
chack. 9 Age, PLOS and lifestyle factars were a barrier to diagnosis (4)
Despite family history of diabetes, no routine Lest offered (1)
| had to go through a lot of serles of tests bafore | could even get to the medication that | nesded.
So from my point of view, the diagnosis Itself was bacause | was proactive about It. If | had just gone in and a Multiple tests prior to diagnosis (4)
e sald “look, your sugar s just high, that's because of insulin resistance” and |aft |t at that, | would never had
been diagnosed. e
Diagnosed because proactive (4)

Consumer Centred Care

1 Access, equity and affordability 99
2. Information and understanding 9
4, Appropriate care Ox 3 ex 6

6. Whole of person care 9999
9, Control and choice 99
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m.,ﬁ'ﬂ'f’"‘j},d'ﬁm'ﬁﬁ. m‘imﬂf, r:::,;rmw 9@ finger prick test and it came up with eleven and she recommencied that | be tested for diabetes. She was a
registered nurse that they had, golng around various pharmacias,
Thought it “couldn’t do any harm” to be tested at the pharmacy (4)

Really there are no prebiems with my treatment. | was 2 bit concermed when they
decided te put me on insulin but then then as | tell everybody If your doctor says be
warts you on insulin tale the opportunity 1o 9o on insulin because you will feel a kot
hetter because you get a better control and if you don't have control that's when
you start to get the complications
Recultant to go on insulin at first, but it is effective (4}

And we started on a low dose of Metformin,
Treatment began (4)

0 Diagnosis 9

And | came back ina coupbe days’ tirme and e says yes the biood test says O
you're a diabetic,
Blood test confirmed diabetes (4)
. ; s best to be tested, The longer you remain untested the mone likely
Life with a ¥ou're 1o gaing Lo have complications and complications can be what |
| WDUld Say the Sul'g eon health tallmsllentiheue dlas:'tlc neuropathy Igurr;y legs and and that oomexd
; with non-disgnosis for & certaln perod of tlre. No rmatter haw goo
Should have asked thE el my sedf-cantrol could be it's not going to stop the damage that has
Nl stk ban s LT NN @y staff at the hospital to run e R
@ a test. It would have been

so simple, to have just
even to run a test. To see
what was happening
because it was affecting
my healing.

Female, Retired,
Diagnosed with Type 2
Diabetes in 1995

Andl, she says, how long ago did you eat? And | said seven o'clock
this marming. What did you #al? | said two pieces of toast and & cup
of coffes. And she gave me a siip of paper and she sald you go and

288 Your toctor. 9
Hurse gave a siip of paper and said she should see her GP (4)

My actual diagnosis was in 1995,
Diagnosed in 1995 (4)

Now. There's a story behind that. My diagnasis started when | had

surgery on my fool. | got an infection. | wasn't happy with the way they
were treating it. So | asked my GP to refer me to anather surgean. He
said, P'vegot to go in theve and clean that wound out. That meant anather

Then in 95 | was walking past the chemist in the shopping centre and

they were doing free diabetic ehecks. This is eleven o'dlock in the morming e, operation Fair encugh. | worried about the fact that | could lose the fest
and | came up with an eleven. Infected fool required surgery (4)
Happened on a free diabetes check at a chemist, which returned a high 9
blood glucose reading (4)
And he cperated. And he says we've got to heal this by granulating it. That means
| willl ot stitch it, it will be an open wound and it will take about three months. Fair
M GP wes ke combortache the | wasm. s cetic bt It Wast runwing tests Diagnosis e enough.
was comfortable she was not diabetic and did not run a test (4) Infection expected to take three months to heal (4)

About twelve months lates | just got that healed and the problemn came back and had to be recoerated It took longer and longer to heal. And he says, are you sure you're not a diabetic? And | said, well the
on And we, this time he clesed it over with sutures because It was a clean wound, And it still took longer, GP has never alerted me to this. So | reported it to the GP, but nothing happenad.
during the, during the checks that he was doing on the foot he says, are you sure you're not a diabetic? So | e ‘Wound took tea long te heal, and sugeen asked whether she was diabetic. She asked GP, whe did net
repeatad it to the GP, order a test. {4)
12 months later, infection reappeared, and surgeon again requested whether she was diabetic. (4)

Consumer Centred Care

4, Appropriate care 9; 8 9: 6

9. Control and choice 9
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CHF Experience Wheel

Patient Life Journeys

Upload RPRD CSV

Your Uploaded Life Journeys

Real People Real Data File

Template Spreadsheet RPRD YODKW 1.csv

Template Spreadsheet RPRD YODKW 1 excel to csv.csv

Template Spreadsheet RPRD YODKW 1 excel to csv.csv

Template Spreadsheet RPRD YODKW example .csv

CHF practice wheel csv

Upload your RPRD CSV

Uploaded Date

26 March 2015 05:47AM
26 March 2015 05:54AM
26 March 2015 06:06AM
7 April 2015 03:07AM

23 April 2015 01:56AM

Download

‘ Download Experience Wheel ‘

‘ Download RPRD Spreadsheet ‘

‘ Download Experience Wheel ‘

‘ Download RPRD Spreadsheet ‘

‘ Download Experience Wheel ‘

‘ Download RPRD Spreadsheet ‘

‘ Download Experience Wheel ‘

‘ Download RPRD Spreadsheet ‘

‘ Download Experience Wheel ‘

‘ Download RPRD Spreadsheet ‘
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C)% But does it work?

Consumers
Health Forum
of Australia

 Piloted in five settings
* Tested and validated
 Like all methods, pros.... and cons!
 When and where does it work best?

* It’s flexible and adaptable — and
CHF can help.

Representing consubmers OnRnetioneh health issues



Consumer perspectives

“I felt heard.”
“The easy way the questions were asked.”

“I have done surveys before about my experiences with
health care providers. | have found these questions to be
limiting. On this occasion | was interviewed in a way that
encouraged me to tell my story. Consequently | feel that
relevant useful information has been collected.”

“The conversion of my experience into the different...
graphical representations. And that through this a greater
understanding of the issues involved may have been
obtained by people in a position to improve healthcare for
others”



Interviewer views

| felt confident about using the toolkit —
100%*

e This data will influence decision-making —
100%*

e This tool helped me use consumer
evidence — 100%*

 The tool captures the consumer voice —
100%*

*Agree or strongly agree



Decision-makers

e The consumer evidence will make an impact
on our organisation’s decisions — 100%*

e This process allows consumers to make a
meaningful contribution to decisions — 100%*

e *Agree or strongly agree



The Health Experience Wheel

o “It’s useful because it very clearly articulates and
presents what the key hotspots are, what the
patient’s perception is in terms of their
experiences of using healthcare, what the
negatives were and also what the positives were.”

e “You don’t need many of those to get a picture,
what the key issues are in the organisation or in a
service. Because they are so powerful in terms of
how they communicate the issues”.



o

H%J;jgﬂ”.:";;;; Key points

 The toolkit is a guide to planning and
undertaking a consumer storytelling
project

e Various applications including measuring
and evaluating

e Tested and validated

 One additional method to add your own
‘toolkit’.
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http://www.chf.org.au/

nammes - Thank you

of Australia

www.chf.org.au

www.ourhealth.org.au

J.root@chf.org.au
(02) 6273 5444

1300 700 214
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