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Forum Agenda, 19 May 2011

9:05 Welcome to the Country

9:15 Forum overview (Ms Malathi Kanagasabapathy)

9:25 2011 Forum - Where we are going? {Ms Catherine Jacka)
9:50 The Fog (Donna Mesehanl

sharing our Stories (Facilitated by Cancer Council NSW')

Tahle Top Discussion
= Genetics (Ms Kim Orchard as facilitator)
= Self Care (Ms Donna Meehan as facilitator)
= Returning to work ({Mr David Copley as facilitator)
= Support Groups (Ms Veronica Saunders as facilitator)

RafAe Draw - Giveaway
Update on APQOCC - CCNSW (Ms Veronica Saunders)
Closing the Divide in Cancers — QIMR (Ms Catherine Jacka)

Summary and Evaluation

Networking and Close
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Where are we now?

« We know we are diagnosed with cancers at a
similar rate to other Australians

« We know we pass away more frequently (up
to 45% more)

 We get more fatal cancers (lung, liver)

e It is fairly clear to me that because of our
background, our cultural beliefs, our kinships
that we have different support needs than
other Australians

| don’t know Iif treatment is offered to us differently or our
bodies react differently to treatment, but these are things
we still need to look into.
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Our aims

 To show you there are others who have
shared an experience of cancer & survived

 To provide a safe place for you to share your
story

 To discuss what may be important for you
now (post treatment)

 To share what others are doing to inform the
medical community

e Let others know that Cancer iIs a issue for
us...but we do survive
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Our aims

. Assist in bridging the gap between Cancer
Councils and Indigenous people and
communities...

 Provide an avenue to address issues you
may think are important >




Our commitment

- to hold Indigenous Cancer Survivors Forums
— every year
— In a different state (2010 QLD, 2011 NSW)

— so that all Aboriginal and Torres Strait
Islanders cancer survivors /carers have the
opportunity to meet other survivors /carers
and talk about their experience

— talk about areas that could be improved
— raise things that may be a bothering you now

 host a National Indigenous Cancer Survivors
Forum
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In the future....

B . Publish articles about why it was important
to host the ICSF

talk about priorities for attendees
2977777 A




APOCC UPDATE

Aboriginal Cancer Survivors Forum 19t May 2011
Veronica Saunders Aboriginal Liaison Officer Cancer Council NSW




Patterns of Cancer Care

Patterns of Cancer care side of
study is finished

58 Interviews with cancer
patients, carers and health care
workers

Lots of themes came up
Coding Is next



Pathways to Diagnosis

« The aim of this part of the study
IS to do a phone interview of
Aboriginal Cancer patient who
has been recently diagnosed.

e The interview will be about the
medical care received before
being diagnosed with cancer

e The research has been
approved by ethics committees
of the AHMRC and RPA




e 200 phone interviews
recruiting from AMS'’s
Clinical cancer registries
Hospital
Awaiting for ethics approval
Ethics approval for Hunter New
England Area Health Service
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Who will be in the study?

 We will be asking Aboriginal
people iIn NSW diagnosed with
cancer from 1st January 2010
onwards to participate and as
we said your name could be
obtained from a clinical cancer
registry of an Area Health
Service where your cancer
was treated.




Information Will Be Kept
Confidential

All the information cancer pt
provides will remain strictly
confidential and will be stored In
accordance with strict privacy
protection procedures.

Only authorised research staff
will have access to the data and
names will be removed from

records and replaced with a code
number.




Thank You

Veronica Saunders
Aboriginal Liaison Officer
APOCC Study
Cancer Council NSW
PH: 0293341488
EM: veronicas@nswcc.org.au



Queensland Institute of Medical Researchs

Closmg the Divide in Cancer } .

Catherine Jacka
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Queensland’'s Work

Yy  ® Background

@ Cancer in Indigenous Australians

@® Assess the SCN-SF34 for use with Indigenous cancer
patients

@ Develop SCN-IP >

@® Assessing the Supportive Care Needs of 190 cancer
patients in Qld

@® Support Services to Indigenous cancer patients

@® A comparative study: Patterns of care, co-morbidities
and Quality of Life of Indigenous and Non-Indigenous
people with Lung, Head & Neck, Breast & Gynaecological
cancers

| ® Summary & Conclusions
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Cancer in Indigenous people

@® Cancer is a leading cause of death
@ Indigenous Australians (17% of all deaths)
@ All Australians (30% of all deaths) ~

@® No national data on cancer incidence
@ poor quality of identification of Indigenous people

@® Reliable data is only available for the NT, WA,
SA and more recently Qld
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Compared to other Australians,

"
L

e cancer incidence is similar or lower
« 172 per 100,000 Indigenous Queenslanders per year
o (~217 per 100,000 non-Indigenous Queensianders)

 cancer mortality is higher
« 85 deaths per 100,000 Indigenous Queenslanders per year

o (~62 per 100,000 non-Indigenous Queenslanders per year)
 cancer survival is poorer

 In QIld, the likelihood of death from cancer is about 30%
higher for Indigenous patients




Factors impacting on cancer outcomes of

Indigenous People —
Historical
— = Shame and fear [ Disempowerment ]{ Language J implications
Patients’ views an of disease (interpreter)

understanding of cancer

& cancer treatment Housing |

[ Remoteness ]
[ Financial problems ]

(Transportation | | Patient disabiliy ]

Attitudes towards [
service providers

: Lack of
Socio-Cultural |

[ Collective } [ Support person J [ Experience |
society (the right person) of others |

[Traditional } [ Mistrust J [ Discrimination

healers
Cultural &
Spiritual beliefs

Co-morbiditie

Supportive
Care

Needs

[ Out of town / country ]

commitmé

[ Previous experiences ]

Reduced uptake of
treatment

Lack of confidence Late diagnosis Health Care System [ = c()r:i;r?goe-ggi)ured ]

. (stage at
in system, staff & . : :
treatments diagnosis) [ Attitudes of staff } { One system to fit all ]

{ Medical Practitioner J (language, body language, tone of (no valuing of diversity)

[ No holistic ] [ Location of ]

| Appropriateness of service / service providers | treatment health facilities

e, (e e voice , how questions are asked)

communication skills)

Communication
(misunderstanding)

{ Waiting times for }

[ Short consultation time | appointments when there




Study Aim

 Evaluate the SCN-SF34 to see
if it is appropriate for use with
Aboriginal and Torres Strait
Islander people, if not develop
a culturally appropriate
supportive care needs
assessment tool




Methods

)

Total Patient
Interviews

(n=29)

I Survey Development I

SCHS-SF34 and identification of
additional cultural items

mjf:
q—[ Face and content validation of the

Total Key Informant
(KI) Focus groups
(n=5; 25 KI)

m=11
{2x foous groups)

B

Stage 2:
Further saturation of face and

content validity of the amended
mnead items and rating of items for

importance

n=10
{ Z2x foous groups)

Stage 3:
Final face validation of instructions
and response options and of 5 items

wiith differing language suggestions
between stage 1 & 2.

n=4
{1 focus group)

-

FIMNAL SURVEY
(<20 Items)

Figure 1 Overview of methods for the development and face and content
validation of the Supportive Care Neaeds Survey-Indigenous Cancer Patients



Paticipants

54 participants were recruited into this study

Indigenous Cancer Patients

(n=29)

19 women and 10 men

average age of 53 yrs (29 -75)

most lived in accessible or
highly accessible areas (59%)

all were receiving or starting a
treatment for their cancer

gynaecological cancers (n=9)

breast (n=4)

Lymphomas [ leukemia’s (n=3)

brain (n=1)

lung (n=7)

thyroid cancer (n=1)

bowel (n=2)

prostate (n=1)

Indigenous Key Informants

(n=25)
10 men and 15 women
average age of 44 yrs (18-64)

most lived in rural locations
(56%)

a range occupations

hospital liaison officer (n=5) social worker (n=2)

health worker (n=5) nurse (n=1)

non-health related occupation (e.g. drover, home duties)
(n=12)



Results

« All SCNS-SF34 items were rephrased

« Seven SCNS-SF34 items were dropped
 items 8 (combined with 7), 11, 12, 14, 16, 18, 33

* The sexual items now have additional instructions

* Some items were re-ordered (e.g. sexual items together) J

Table 1. Selected items from the original SCNS-5F324 and wording changes included in the SCNS-IP

Iteim
i,
Pain Physical pain (e.g., hurt) | Culturally inappropriate
2 Lack of anergy /tiredness Fealing tirad Participants required more
L clarification of what this item
— | meant
3 Fealing unweall a lot of the Not feeling well (e.g., | Participants required more
time 'ﬁilu ratten, l:l:ﬁn_i H-qh} clarification of what this item
| meant
r Feeling down or depressed mdﬁﬂnwlﬂ | Participants reported item 7 & 8
- SCHN5-5F34 had the same
meaning so they were combined
11 Uncartainty about the future MM | Culturally inappropriate
12 Learning to feal in control of | Dropped item | Not relevant to Indigenous
_ your situation _ peopls
15 Changes in sexual feelings Changes in sexual feelings | As optional questions (sex items
: e S rouped together)
[|
L
L ]
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Indigenous specific items were added

¥ Table 2, Selected items from the Indigenous-specific sub-scale (SCNS-IP)

1, Money worries (e.g, cost of accommodation, travel)
2. Having an Indigenous person to talk to and support you, someone who understands your culture
3, Having an Indigenous person to interpret and help with communication with health professionals
4, Ensuring family members were able to be present when talking or seeing health professionals

5. Directions to get to and around the hospital

6. Getting care items such as dressings, pads or colostomy bags

1. Getting information about your illness for your family and friends
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Instructions for the SCNS-SF34 were
changed

SUPPORTIVE CARE NEEDS SURVEY
SHORT FORM 34

Tio Fetsip us plain Befiar Sanioes for people dagnosed with CARcer, 'we afa inenesited in whlhes
of Pood s wich ou may have isced a5 & resull of hinang cancer Rave Deen mel For even,
fhEm on e follosing pages, indicabs whalher you have needsd haip Wil This Biue wihin the
It monih &% a resull of having cander. Pul B circls around The Humber which Beeed describes
wheired youl have Pbeced Delp wilh This in e lasi monin. There are 5 poSsiie BNSWENS &

choose from:
[ i Hot spplicable = This was no @ prowem o me i 8 resun of
MEED Mu‘l:il:.u.m:uf
F Satialiad - | ded naadd haip v this, bul Fmy naed for help was
sMahod & fhe Qs
T Low naad - Trs A0 coused me T Concem of Cecomion, 1 nag |
fittha nessd for aohonal help
SOME 4 Mederate naed — This ilem caused me Some conem of
HEED dscomion. | had some resed for addbonal hel,
5 High need - This Bem caused me a ko) of concern o discomior. |
hod & sirong need for additional haip,
Eox sxpemply
In the laplmonih, Ho need Some need
wihal was your level of need for halp with; i 1 I 1 .
L] Lew  Madersl  High
appiicable  Ssinded nesd snesd  newd
1. Beng informed b Pirgs you can d3 1
[ T g 1 2 3 Lﬁﬁ 8
IF pour oot e ciole witeve il v I T Bhal pou did' ol secesve @l mruch evionmaion i o manded
mg!EJMMMMgﬂeﬂggmwmum“mmtm
1 N a Tl 3% @ FEEAE
HEED

L
3 m-lﬂmm-ﬂm tud vy e i Pl wid
bt B T LT

T ¥ Lowmawd - Tha e cacasd ma e concem of decomion | had |
iPm rped i whidoea ok

BOME L] Moderaie mped = The derm Clutesd mas S DODET
HREED oo had worme s lor acdibonal heip
] High neesd - This ism causes] ma @ ol of conges= o dscormio |

had m nirpng resed dor scddoral help

The final SCNS-IP: 39 need items & 1 open ended question
The SCNS-IP takes approx. 15 minutes to complete



Conclusions

« The language used in existing SCN tools was not suited to
Indigenous people

« Some items and concepts in existing SCN tools were
culturally inappropriate

« Additional cultural-specific items were also identified

« Developed a supportive care needs tool that is culturally
appropriate for use with Indigenous cancer patients

(SCNS-IP)

« Psychometric testing of this tool is being done

(0]




ASSESSING THE SUPPORTIVE CARE NEEDS OF ABORIGINAL &
TORRES STRAIT ISLANDER PEOPLE DIAGNOSED WITH CANCER

* 4 major hospitals in Qld
» Asking Aust Indigenous cancer patients to become
involved in this study

e Interviews at baseline, 3 months, 6 months
 Done face-to-face

* To date, 77 patients involved

« Estimate 190 participants
« Study ongoing for another 12 months

(0]




SUPPORT SERVICES FOR INDIGENOUS CANCER
PATIENTS IN QUEENSLAND

To the best of our knowledge, this study is the
first in Queensland to identify and describe the
available support services for Indigenous cancer
patients >

Innovative internet survey used for organisational
ease in responding

Assisted by CCQ in access to services in Qld

April 2009, Lisa Whop (MAE student, ANU)
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FINDINGS

No specific Indigenous specific service provision

A paucity in the distribution of services to areas
where a high proportion of Indigenous people
reside,

Less than adequate cultural training of staff and

little strategies incorporated in mainstream
service to encourage Indigenous patients to utilise
their service.

The study also indicated use of Aboriginal
Community Controlled Health Services (ACCHS)
was high amongst a convenient same of Indigenous
patients interviewed (30 patients interviewed).




A COMPARITIVE STUDY: PATTERNS OF CARE, CO-MORBIDITIES AND
QUALITY OF LIFE OF INDIGENOUS AND NON-INDIGENOUS PEOPLE
WITH LUNG,HEAD & NECK, BREAST & GYNAECOLOGICAL CANCERS

"'I
\
A

Medical chart review:

— to investigate patterns of care of a large number of Indigenous
and non-indigenous cancer patients

— to compare diagnostic, treatment and follow up practices.

It will look closely at variations in treatment and compare against ®
clinical practice guidelines.

* Patient and health professional interviews:

— it will describe the Quality of life of a small number of
Indigenous and non Indigenous cancer patients

— determine services used by patients
— explore patients perspectives about their cancer treatment

— explore health care professionals perspectives about their
Indigenous cancer patients
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National Roundtable on Cancer Research

g+ Held on 3rd December 2010

* Reps from the national, State and Territory cancer
initiatives, major cancer treating hospitals, cancer survivors

and representatives from the Aboriginal community
controlled primary health care sector attended;

OUTCOME

« Centre of Research Excellence proposal to NHMRC that
would enable a concerted and combined effort on Aboriginal
and Torres Strait Islander cancer research.

* A proposal has been written, the next stage of assessment
is June/July 2011
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