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WESTERN AUSTRALIAN CENTRE FOR

HEALT

PROMOTION RESEARCH

This research was completed by the WA Centre for Health Promotion Research
conjunction withand funded bythe WA Department of Health Sexual Health and Bleod
‘ borne Virus Program

Overview of the Western Australian Centre for Health Promotion Ra®f

The WACHPR is a mudisciplinary research centre within the School of Public Health and the Curtin Health Innovation Researct
Institute (CHIRI) at Curtin University. The WACHPR was established in 1986 and was the first research centre onteadth pr
to be established by an Australian university.

Functions

The WACHPR views health promotion as a combination of educational, organisational, economic, social and political actions
designed with meaningful participation, to enable individuals, gsand whole communities to increase control over, and to
improve their health through attitudinal, behavioural, social and environmental changes. This comprehensive social justice
perspective of health promot i onandpsograms.fTheeMACHPR is committedte WA CH
building evidence and capacity in health promotion theory, practice and evaluation through applied and participatory research
Grounded in an understanding of social determinants of health and a commitment to jsstied and ethical practice, the

WACHPR conducts research with vulnerable or most at risk communities and populations and works in partnership with releva
community, government, research and private organisations to improve the health of regionahpopsi

In addition to these core functions, the WACHPR conducts health promat@mtinuing education and capacity building
courses for the health promotion sector, as well as tailored courses for the HIV sector and allied health staff. Fuities acti
include consultancy and evaluation services, training and development, workplace health, implementation and evaluation of
community based interventions and assistance and advice with public health policy activities.

Research Focus and Areas of Eitjse

The WACHPR research team has expertise in the development, implementation and evaluation of formative and longitudinal
intervention research in key areas such as: early childhood health and nutrition; physical activity and nutrition; aldaitbéan
drug use; seniors’ heal th; ment al health; and HIV and se
staff hold frontline research and teaching positions in the School of Public Health. The combined expertise of the WACHPR ste
together with the establishment of collaborative networks, aims to foster the practice of health promotion by encompassing th
nexus between research and practice. The WACHPR has built and demonstrated high level expertise and research strength in

1 The design, planning, implementation, evaluation and dissemination of quality integrated health promotion programs
1 Building sustained partnerships and collaborations with vulnerable and most at risk communities and relevant community,

government and private s&ar organisations

1 Health promotion approaches using community and settibgsed interventions, peer and social influence, social marketing,
advocacy, community mobilisation and sector capacity building

1 Health promotion intervention research that improvestcomes in nutrition, physical activity, mental health, sexual health,
drug use and injury prevention

1 Promotion and dissemination of evidenbased practice and building practibased evidence

1 Provision of research training and capacity building teghes to undergraduate and postgraduate students, allied health

promotion professionals and community wers



http://publichealth.curtin.edu.au/about/staff_new.cfm/J.Jancey
mailto:roanna.lobo@curtin.edu.au
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Hepatitis Gs a viral ifection of the liver with significant morbidity and mortality. It is a major
public health issue in Western Australia (WA). In 2012 there Wwge&8hepatitis Onotifications in
WA @4.1per 100,000). Notification rates have remained steady over the pgstfs(1). Current
treatments offer a cure rate of around 60@) and this rate is likely to increase as new treatments
are becoming availabléinfortunately, the number of individuals commencing treatment is low

3).
Managing chronibepatitis Crequires multidisciplinary teams. The current model of cégaims

to provide increased accesdity and equity of care across all health sectors for people with
chronichepatitis Cand in particular, those living in rural and remote areas.

Nursesupportedhepatitis Cshared care programs have evolved over the past 10 years and are
now establishedn WA in the Kimberley, the Great Southern and the South West regions. While an
implementation evaluation of the rethut of the program in the Great Southern and South West
regions was conducted in 2007, the WA regional nsiggportedhepatitis Cshared are program

has not been evaluated across the three regions before.

In 2013, the WA Department of Health Sexual Health and BBmyde Virus Program (SHBBVP)
approachedhe Western Australian Centre for Health Promotion Research (WACHPR) at Curtin
Universty to evaluate the regional nurssupportedhepatitis Cshared care program in WA. The
evaluation was commissioned in response to a recommendation from the WA Committee for
Sexually Transmitted Infections and Bldmoine Viruses (WACBBVS).

The focus oftie evaluation by WACHPR was to answer the following questions:

1. How does the regional nurssupportedhepatitis Gshared care program currently
operate in WA?

2. Are patients receiving care when they need it?

3. What is the model of care in regions without a nesssipportedhepatitis Cshared
care program?

4. What are the perceived benefits of having a regional sggportedhepatitis C
shared care program?

5. What challenges/enablers are associated with implementing the regional nhurse
supportedhepatitis Cshared cag program?

6. What are the consequences and implications for regions which do not have a nurse
supportedhepatitis Gshared care program?

7. What are the critical features of the WA regional nussgportedhepatitis Cshared
care program compared with other biggractice models of shared care?

8. What elements are crucial to the success of a regional rsupported shared care
hepatitis GQorogram in WA?

A mixed methods design was used for the evaluation comprising three comporidmse werea
desktopreview, &y i nf or mant Iinterviews and a patients

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. . 6.



The findings of the evaluation suggedthat the waiting time to start treatment and support
services available to patients undergoimgpatitis Ctreatment in regions with a nurssupported
shared carénepatitis Cprogram, seemadto be as good, if not better, than in Perth. The majority

of patients expressed high levels of satisfaction with the services available and patients preferred
to access treatment locally. However, there were no Aboriginal patientewctly enrolled in the
shared care programs althoudtboriginalpeoplecomprised approximatel21% ofhepatitis C
notifications in these regions in 2012.

There was a limit to the number of patients that a hepatitis nurse and physician could support
(abaut 5-6 patients per day that the nurse is employed). Nurse resource allocations should
therefore be considered based on patient caseloBte @rticipation of general practitioners in
shared care services was considered to improve regional capacity tare@ment to patients.
However, there were very few incentives for regional general practitioners to get involved and
regional general practitioners were in short supply.

For regions that did not have a hepatitis nurse, the barriers to a patient sfeir@atment were
significant and the likelihood was that patients would be unable to start treatment unless they had
a longterm general practitioner and/or were able to travel back and forth to Perth. A scarcity of
general practitioners in regional aredle perceivedcharacteristics ohepatitis Gpatients and the
complexity of psychosocial issues often experiencetdpatitis Cpatients presented challenges

to starting treatment.

The following recommendationare based onte findings of the evaluatioof the WA nurse
supportedhepatitis Cshared care program

U Recommendation 1
Maintain existing regional nurssupportedhepatitis Cshared care programs.

U Recommendation 2
Investigate requirements and feasibility of nusgportedhepatitis Cshared careservices
in other regions.

U Recommendation 3
Investigate barriers to accessing treatment for Aborigpedple

U Recommendation 4
Increase participation of general practitioners in regidmgatitis Cshared care services.

U Recommendation 5
Investigate optins for expanding telehealth services to enable Ibephtitis CGtreatment
and care ando reduce waiting times for tertiary clinic appointments.

Recommendations 2 and 3 may be partially addressed bfgviaduation of Nursing Structure and
Resources in thManagement of Chronldepatitis G(20132014)projectat Edith Cowan
UniversitySystems and Intervention Research Centre for Health in conjunction with the Royal
Perth Hospital Liver Service and the Infections and Immunology Network

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. .7 .



Hepatitis Gs a viral infection of the liver with significant morbidity and mortality. It is a major
public health issue in Western Australia (WA). In 2012 there wé&&hew notifications in WA
(44.1per 100,000). The majority of notificatis were in people aged 20 to 34 years. Injecting drug
use is the most commonly reported risk factor. Notification rates have remained steady over the
past 5 yeargl).

Most of those infected go on to develop chrohiepatitis Cof which 1015% will deviop cirrhosis

of the liver; 5% of those with cirrhosis will develop hepatocellular carcinoma. Current treatments
offer a cure rate of around 60¢2) and this rate is likely to increase as new treatments are
becoming available. Unfortunately, the number of individuals commencing treatment i&)ow
Managing chronitepatitis Crequires multidisciplinary teams. The model of caleown in Figure

1 aimedto provide increased accessibility and equity of care acaidsealth sectors for people

with chronichepatitis Cand in particular, those living in rural and remote aréés

[ HCV Model of Care ]—l
h

Multidisciplinary team ] GP shared care
l — __h_ e [ —
/f Ad&quale , - Contlnmty of \

practitioners,

k\\ care care
HCV Algorithms X/ \Z Hurse

'g Patient | CHC to
- coordinate
[ Best practice . ~ models of care
guidelines ] i L .
,// Information .\I | Improving \\.
\\ exchange ,/' -\\ access /,

— — e i

F

Telehealth

Satellite treatment
centres

Regional hepatitis
Services

N (
. Prison

E-learning la coordinated
programs

HCV database

—_—

| Rural programs

- |

Hurse
Practitioners
Clinical Nurse
Consultants

b2GSY ! RIHdpaBtRAIANNRI?2 &2 RSt 27
Department of Health, Western Australia, 2009, p. 44

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. . 8.



One of the proposed strategies to increase treatment uptake by patientsheglatitis Cwvas the
WAregional nursesupportedhepatitis Cshared care prograni.he programprovides dediated
hepatitis nurses to improve access to and uptake of treatmenttan@rovide holistic care for

regional patients by assisting with and coordinating patient care. These dedicated nurse positions
assist liaison between a patient and their general ptawter (GP), physician, and/or tertiary

services and facilitate patient access to allied services including mental health services and drug
and alcohol services.

Nursesupportedhepatitis Cshared care programs have evolved over the past 10 years and are

now established in WA in the Kimberley (0.4FTE), the Great Southern (0.6FTE) and the South West
(1.0FTE) regions. The four regions (Goldfields, Midwest, Pilbara and Wheatbelt) without a regional
hepatitis nurse use a Gdiven coordination model of care.

Theregional nursesupportedhepatitis Gshared cargrogram was initially established in 2003 in
the Great Southern and South West regions. A Clinical Nurse Cong@d@j§rom Fremantle
Hospital was employed to implement and developegatitis Greatment access and support
program in these regions. &lprogramwas initially supported by limited funding though the
CommonwealtHepatitis CEducation and Prevention Program. In 2007,$hared cargprogram
was transitioned from being managed through Feartle Hospital to being managed locally
through the relevant WA Country Health Service region.

The Kimberley program was established in 2004 and was also initially funded through a
Commonwealth funding stream that was available at that time. The SHBBVprowides funding
support to the three regions for thprogram;however, funding limitations have restricted
expansion of the program to other regions.

In metropolitan Perth, a tertiary liver clindriven coordination model of care operates and the
functions of the regional hepatitis nurse are carried out by a CNC or a-puasétioner (NP)
employed by liver clinics in the tertiary hospitals. Nurse practitioner models of cahefatitis C
in Perth have been shown to increase access to quality caggebple withhepatitis O5).

The WA regional nurssupportedhepatitis Cshared care program has not been evaluated before
acrosshe three regionsin 2013, the WA Department of Health Sexual Health and Bioaak

Virus Program (SHBBVP) contracted the Western Australian Centre for Health Promotion Research
(WACHPR) at Curtin University to evaluate the regional reupportedhepattis Cshared care

program in WA. The evaluation was commissioned in response to a recommendation from the WA
Committee for Sexually Transmitted Infections and Biboche Viruses (WACBBVS).

The focus of the evaluation by WACHPR was to answer the fojjawiestions:

1. How does the regional nurssupportedhepatitis Cshared care program currently
operate in WA?
2. Are patients receiving care when they need it?

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. . 9.



3. What is the model of care in regions without a nusgportedhepatitis Cshared care
program?

4. Whatare the perceived benefits of having a regional nesapportedhepatitis C
shared care program?

5. What challenges/enablers are associated with implementing the regional hurse
supportedhepatitis Gshared care program?

6. What are the consequences and implicais for regions which do not have a nurse
supportedhepatitis Gshared care program?

7. What are the critical features of the WA regional nussgportedhepatitis Cshared
care program compared with other best practice models of shared care?

8. What elements a crucial to the success of a regional nussgported shared care
hepatitis GQorogram in WA?

It is expected that if funding can be identified to address the recommendations, access to and
uptake of treatment will bemproved for patients with chronibepatitis diving in regional, rural
and remote areas.

The evaluation findings presented in this report @iiobe made available to thEvaluation of

Nursing Structure and Resources in the Management of Chtlepatitis C(20132014)project

team. This projecis currently being implemented by the Systems and Intervention Research
Centre for Health (SIRCH) at Edith Cowan University in conjunction with the Royal Perth Hospital
Liver Service and the Infections and Inmology Network. The SIRCH evaluation project is focused
on hepatitis Gvorkforce assessment and aims to answer the following questions:

1. Where are the areas of identified need foepatitis Ctreatment and management?

2. Which areas have the best potential fdeveloping a shared care team for treatment and
management ohepatitis @

3. What is needed to establish shared care teams in areas of identified need (e.qg. training,
telehealth, and other services)?

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. . 10.



A mixed methods evaation design was used to answer the evaluation questions incorporating
three components:

1. Desktop review
2. Key informant interviews
3. Patients’ survey.

These methods and the associated data analysis processes are described below.

A deskop review of documents, epidemiological data and reports considered relevant to the
evaluation of the WA regional nurseipportedhepatitis Cshared care program was conducted in
June 2013 (see Appendix 1). The purpose of the desktop review was to umdktiséarationale
and the current operation of the regional nursepportedhepatitis Cshared care program in WA
and to identify similarities and differences between the WA regional nsgportedhepatitis C
shared care program and other modelshafpatiis Cshared care in Australia.

The interview schedules for key informants (see Appendix 2) were based on the questionnaires
developed for the evaluation of the Queenslamepatitis Cshared care prograr(6).

Sixteen (16) potential key informants were identified by the SHBBVP and sent an email by the
evaluation teanminforming them of the evaluation project and its aims and requesting their
involvement. Two key informants declined to participate, two did not respond to the invitation
and one key informant was interested but unable to find time to participate. Ovérhll,
participants were interviewed (see Appendix 3).

Key informants were interviewed via telephone using the wakn based software Scofla
where possible. All interviews were aueiecorded and handwritten notes were also taken by the
interviewer during he interviews.

In June and July 2013, sestiuctured interviews were conducted with the three regional

hepatitis nurses, one regional general practitioner (GP), two regional physicians and a tertiary liver
clinic specialist to collect qualitative dataa@li the current operation of the WA regional nurse
supportedhepatitis Gshared care program. In particular, what aspects of the program worked

well and areas noted for improvement.

Four key informant interviews were also held with physicians and puddittthnurses in regions
which currently do not operate a nursaipportedhepatitis Cshared care program. The purpose

of these interviews was to understand any regional differences in services and patient needs and
to assess the consequences and implicadiof the absence of a nurseipported shared care

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. .11,



progr am, Il ncluding influences on service deli
and uptake of treatment.

The interview data were transcribed verbatim and thematic analysis was usedablish an
understanding of their meaning and identify emerging themes. The analysis process involved

breaking down of transcribed data into smalle
themes.
A short questionnairewad evel oped to collect data about pa

regional nursesupportedhepatitis Cshared care program (Appendix 4). The questionnaire was
based on the patient survey used in the evaluation of the Queengiapdititis Cshared care
program (6).

In August 2013, paper questionnaires, accompanied by a-pgptyenvelope, were posteloly the
regional hepatitis nurses to all 47 patients enrolled in the WA regional reupportedhepatitis C
shared care program at that time.

The questionnaire was anonymous and sought information on a range of areas including patient
demographics; pattes of accessing health services; reasons for commencing treatment; the

types of professionals primarily responsible for treatment management and support; perceptions

of the quality of care, including access to medication, support and information; andlbver

impressions of and attitudes towards the shared care initiative. The questionnaire was designed to
be completed within L0 minutes.

The results of the patients’ survey were used
the WA regional ntse-supportedhepatitis Gshared care program and to compare the data

coll ected about patients’ experiences of trea
professionals about the WA regional nuis@pportedhepatitis Cshared care program.

Ethics approval for this study was obtained from the WA Country Health Service Human Research
Ethics Committee (Ref: 2013:09)reciprocal ethics agreement was also obtained from the Curtin
University Human Research Ethics Commif#geproval number: R 11/2014)
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This section presents the results of the desktop review and key informant interviews using the
eight evaluation questions for this study as a framew@Quotes from key informant inteiews
are shown indented iitalicsand have been grouped and coded as follows:

A. Regional hepatitis nurses (Great Southern, Kimberley, and South West)

B. Specialist physicians and GPs (Great Southern, Goldfields, Kimberley, Midwest and Perth
metropolitan)

C. PuMbic Health Unit nurses (Pilbara and Wheatbelt).

The WA regional nurssupportedhepatitis Cshared care program is coordinated in each region
offering thisservice by a hepatitis nurse based in that region. Managemenéepétitis C
treatment and care is provided by regionaligsed multidisciplinary teams which may consist of
GPs, physicians, private physicians and specialists, and the hepatitis nurgest 81y also be
provided from tertiary liver units at Royal Perth Hospital and Fremantle General Hospital.

The steps in the care pathway for a patient enrolled in the WA regional rsupgeortedhepatitis
Cshared care program are summarised below anBigure 2:

1. Selfreferral by patient (or patient is referred by a GP) to the hepatitis nurse. Patient is
briefed by the hepatitis nurse about risks, benefits and precautions of treatment. The
hepatitis nurse has several consultations with the patient, paniag a good assessment
and completing pathology workup before treatment can commence.

2. The hepatitis nurse refers the patient to allied health services for psychological review or
drug and alcohol assessment and support if needed. After tests are comibletbepatitis
nurse contacts the referring GP and makes
condition and treatment.

3. When the patient consents to treatment the hepatitis nurse schedules an appointment for
the patient to see the regional physician

4. The regional physician liaises with the hepatitis nurse and the patient visits the nurse to
receive their scriptsreceive counselling and begin treatment.

5. The hepatitis nurse coordinates all patient treatment and care in consultation with the
regionalphysician. The tertiary liver clinics provide advice and support to the regional
physician and the hepatitis nurse on request.

6. Complex cases are referred to the tertiary liver clinics by the regional physician.
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Figure2: Care pathway for nuse-supported hepatitis Gshared care program
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3.1.1 Role of hepatitis nurse

Key informants were asked about the role of the hepatitis nurses. The main responsibilities

identified were: a point of contact for patients; initial assessment of patients and pathology

workup; coordination of treanent plans; and follow up and monitoring of patients.
¢tKS ydzZNBAS R2Sa (phySciavV@ey3 (MY Iy 28K tOt AYyAO0 | YR
treatment. The nurse will give the patients their 1, 2 and 4 week blood test forms and then chase up
thoseNB & dzZf Ga SIFOK ¢SS{U FyR OFfft GKS LI GASYd AF y.
GKS NBadzZ Ga FNB gAGKAY LI NIFYSGSNBR (KFdQa FTAYS
to the patients. (B)

The physician is extremely buapd does expect and rely on our service to do all the educating,
workup and to basically assess the suitability of a client holistically for treatment, whether it is
medical, psych, socially, before patients get referred. (A)

Key informants from regionsith a nursesupportedhepatitis Cshared care program identified

the following key benefits of having a regional hepatitis nurse: increased likelihood of patients

completing treatment; providing a constant point of contact in a context of changing loands;

nurses having capacity to provide a ‘“social w
azaild 2F GKS LI GASyida OFtdzS (GKS &dzLILR NI FNRBY (K
iKSe Q@S KIR ff GKSANJ G6Saida R2yS FyR (KS@QNB d
informs them what their test results are. (B)
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L 0StAS@PS GKS &adzLlll2 NI LQ@S 0SSy loftS G2 3IAGS A
0KS2 Q@S NHzy3I 6AGK || LINRoOf SY [patight]to Wnpw thatitiikée isS y 2 NI
somebodyat the other end of the phone. (A)

People wittHep C often have so many other social problems as well, so a full time nurse would be
able to do a bit of a social work role as well the nursing role which | think these people often really
need.(B)

With lowms etc., the nurse is the constant. (B)
Patient education was also noted as a key com

The nurse teaches the patients how to inject the medication and provides advice regarding taking
oral medication and potential sidsfects. (B)

.SAy3 | ISYSNIf LIKEeaAOAlLYy AGQa 0SSy 2edzad | 24
usually pretty well up to date what to expdutith treatment] and what the eventual benefits, what
the side effects are. (B)

Key informantsrbm regionswithout a nursesupportedhepatitis Gshared care program were

asked what benefits they believed having a dedicated hepatitis nurse in their region would bring.
Perceived benefits included: improved access to treatment for patients; increastdipation of

GPs irhepatitis Cshared care; increased data about patients to inform treatment plans; and
increased likelihood patients would complete treatment.

Comments from regional physicians and public health nurses in regions without asupeted
hepatitis Cshared care program included:

If we had aHep C nurse they could contact the GPs and say go ahead and refer them to the
physician. The GPs might even take on the shared care a bit more proactively. (B)

Having aHep C nurse would certaintyake it more likely that we could treat more people. (B)

For every lab positive case notified to the Public Health physician, if | can chase all these patients,

call them to the clinic, then see what sort of investigations they need, it may be veryl dataftor

us. (B)

. S0l dzaS 6S R2Yy QHSINK/I fdfer SyiEd ILS sRAWKQG NBFf e |
what they need. (C)

Few GPs were involved in the WA regional niagpportedhepatitis Gshared care prgram and
only one GP was able to participate as a key informant in the evaluation. The main role of GPs in
shared care was associated with assisting patients with medication to manage side effects.
If the client presents with skin problems, sleep problemyg,of the other side effects they might
Kt @3S L g2dfd R NBO2YYSYR (KS& NBGdNY (2 GKSANI Dt
(A)

However, for patients in more remote areas who were unable to meet with the hepatitis nurse,
the GP was resporide for all the patient followup and monitoring.
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¢CKS ydzZNES ¢gAtf aSyR dza Iy SYFAf alreAiAy3a GKAA LIS
RNAOGSNBE |yR dza$S 2dzNJ O2yySOidAz2ya (G2 GNB | yR 3IS
all the results back to the physician. So the physician does all the changing of doses and things but

we [GP]mainly just do the chasing in between and monitoring for infections. (B)

In rural and remote areas, effective communication between the physician, thetitispairse
and the GP was crucial.

What works really well is the really good communication between the physicians and the nurse and
GKS Dt tlFGASyda Y20S I NRdzyR ljdzAdGS | t€2G a 68
looking out for a patientg R G NBAYy3I (2 OKIFaAS az2vysSz2yS dzlo { 2
OKIaAay3 LIS2LXS FyR 02YYdzyAOFGAy3d sAGK SIFOK 20K
done. (B)

The availability and capacity of GPs, high time investment required, and sipain&pent times

allowing no opportunity to build rapport with patients were particular challenges noted by the key

informants.

LiQa KINRSNI F2NJ GKS LI GASyd G2 3SaG + Dt FLILRAY
play a role in follow up and patit monitoring. (B)

GPs can only give 10 minutes per patient. (B)

LGQa KINR G2 3SG I Dt KSNBX (KSeé R2yQi aidle @S
GPs need to be very organised and structured because certain follow up tasks have to be done a

LI NJi A Odzf I NJ R & Bu cAnld@sguegzhdiin bietdeébaickuplg’ d padents in clinic. You
have to put dedicated time aside for it. (B)

Other challenges included: keeping abreast with complex and changing treatments; and no
incentives available e.g. CME points.

CKSNBQDtA fiKk G2P2dd R R2 AG FT2NI 2yS 2N (62 LI (7
known as the regional GP thathelpswit§ L) / 06 SOl dzaS G KS@é& R2y Qi TFSSf¢
dedicate 2 hours a week to it even. (B)

¢tKS Dta R2y Qi LINRARNRAS 2@zl RIi> 2¢S50Rd&3 8§ KSA NJ LINX
The lack of bulk billing in some regional areas also presented a barrier for GPs to participate in

shared care given the unpredictability of many clients:

I SL) / LI GASyGa OFy 65 I reaflyAhar&id thfe phMBte syemthatBRPs | F 0 S
KIgS:s (KS& R2y Qi KI @S o0dzZ |1 oAfftAy3IsT | yR LIS2LI S
O2yadzZ GFradAz2yd 2SS R2y Qi KIF@S | LlzofAO agaidsSy KS
Ly 2dzNJ NB3IA2Yy AGQA | 0 dzf ghanée/GP< will jolbw dipdpatiansYB)a 2 (i K

High caseloads, with only a small percentagthisf caseloadledicated tohepatitis G and

competing priorities discouraged GPs from prescribing despite having completed the training to

gain prescriber status. Othe were discouraged from gaining prescriber status.

A lot of GPs have done thdearning course and are prescribers but have not come forward as
wanting to prescribe. (B)

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. . 16.



Dt 4 NS @OSNE AYyGSNBAGSR YR RSt AIKaIVE (G2 NBETFSN
LINSEONAROAY I ljdzt t AFTAOLIGA2ya 6SO0FdzaS (KS&QNB LINE
The general feeling amongst key informants was that GPs should be more involved but achieving

higher rates of GP participation Irepatitis Cshared care &s considered problematic for a variety
of reasons.

GPs arrange for patients to come back and have their vaccinations and they refer them to the
LIK2aAOAlLY YR (KS2Q@S R2yS GKS ¢2N)] dzLdd {2 AQGC
theyh@dSy Qi 324G GAYS G2 O2yidl Ol LI GASyda AT GKSE@
Would shared care services improve if we had more GP involvement? Yes it probably would if it was

a GP who was committed, could give you half a day a week to comaitoaeld was going to stick
around in the region long term. (B)

L ¢2dZ RyQd aleée Al A& t1F01 2F aiAatta odzi az2yvy$S T
GNBFGYSyldod Ly GKS 2fR RlI&a @2dz RARY QiU GNBI G KS

Key informants highlighted that the nurse practitioner role at the Royal Perth Hospital liver clinic is
unique in Australia and had similar functions

Once we know the patient is for shared care we send the GPdtacplthat we use here and

when the blood tests need to be done. The GP says yes or no whether they want to be involved. We
start the patient on treatment and tell them when the next blood test is. We do major things like

dose reduction. For the straigtNB  NR 2y Sa ¢S R2y Qi &aSS GKS LI GA
treatment. (B)

Within the WA regional nurssupportedhepatitis Cshared care program, the tertiary liver clinic

had several functions including: advising on complex cases; as a referral pgatiémts with

cirrhosis or those requiring a liver transplant; telehealth; and providing education for GPs, nurses

and physicians.

However, the protocols used by regional shared care teams for referring patients to the tertiary

liver clinics were not alays clear.
G GKS Y2YSyid 6S R2y Qi 1y2¢ o6KIFIG ONRGSNALIF NBIA
[Royal Perth Hospital[rhere have been no problems so far. (B)

Better communication systems where patient data could be shared and information aboaut
treatments could be sent to regional physicians who were unable to attend education sessions in
Perth were considered desirable.

Some GPs refer to RPH for management of side effects. BRPMR 2 Y QU0 K| @S RSGF A f &
LI GASYyGQa (8®al YSWHEY REKIKE RE ¢gKIG Aa KAa 3ISy2i(¢

Communication has got to be better. We need one coordinating body to ensure services are not
being duplicated. We do not know which patients have been treated by rural physicians. (B)

Maybeevery six months Perth could send us some sort of bulletin of what is the most up to date
changes and what they feel may be changing in the next 6 months. It would be nice to see what
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YAIKG OKIFy3asS a2z L OFy 02 YYdzy idbe fied trigiskr tréatmest. LI { A

LQY y204 Fftglrea g NB 2F GKS OdzNNByd GNRFfa Ay
However, overall, communications between the tertiary liver clinics and regional areas were
considered to be very effective and timely.

Any time | can contact RPHethare happy to give support. Generally communications are smooth.
(B)
2 SONB KF LR F2NJ §KS NB3IA2ya G2 dasS wtl Fa I 02
patient by telehealth. (B)
I 2YYdzy AOFGA2ya FTNRY (KS Ni&aesa sl WezanusBalyligt 6 S R2y
someone on the phone without any problems. (B)

The waiting time to see a tertiary liver clinic specialist was up to 18 months. Key informants noted

that patient needs were still not being met despite the existence oforegji nursesupported
hepatitis Cshared care teams.

The waiting list for us is something like 18 moniVgecan only see so many patients, our system is
efficient but we need more manpower. (B)

Regional mental healthnd alcohol and drug services were generally available and considered
very good. Key informants reported that it was easy to refer patients and waiting times ranged
from same day to -2 months. However, it was not always certain if patients then accessed t
services they were referred to and some psychological reports could take time to receive.

Access to drug and alcohol services does not seem to be an issue (A)

2SQ0@S 3F2G | IF22R NBfFdA2yaKALl 6A0K RNMzZA | yR ¢

Key informants were asked to describe the typical patient profile and burdeeptitis C in their
regionand the factors influencing treatment and care

The terml|l® Absrugiedain preference to Aborigin
that Aboriginal people are the original inhabitants of WA. No disrespect is intended to our Torres
Strait Islander colleagues and community

The majority ohepatitis Gpatients in each region were Caucasian with increasing numbers of
Aboriginal and Asian patients.

Most of thehepatitis Qpatients are Caucasian although we have increasing numbers of Aboriginal,
and we are seeing an increasing number now of referrals fon A@a
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Table 1 showhkepatitis Cnotificationsfor Western Australia for 2012nd the percentagef
notifications that were identified a8boriginalpeoplein the three nursesupported shared care
regions(1).

Region Aboriginal Non- Not Stated | Total Percentage
Aboriginal Aboriginal

Great 17 27 2 46 36.9%

Southern

Kimberley 3 16 2 21 14.3%

South West 12 46 27 85 14.1%

Totals 32 89 31 152 (3 regions) | 21.0%

There were 15hepatitis C notifications across the three regiom012including 32 (21%)
notifications for Aboriginal people. During this peridak, these regionsthe highest numbers of
hepatitis C notificatins were in theGreat Southerrand South West regions, with 46 and 85
notifications respectively. The highest numberhepatitis C notifications for Aboriginal peopte
these regionsvasalsoin the Great Southern and South West regions, with 17 andotifiaations
respectively.

There were 48 patients accessingpatitis Ctreatment across the three nurssupported regions
between 1/1/1231/12/12.

Table 2 shows the total number of patients receivirggatitis Greatment through the regional
nursessupportedhepatitis Cshared care program in the Great Southern, Kimberley and South
West regions.

Region Number of patients accessing treatment Period
through nursesupportedhepatitis Cshared
care program

Great Southern | 14 July 2012 Dec 2012
Kimberley 4 July 2012 Dec 2012
South West 30 June 201% July2012
Totals 48

The key informant interviews discussed a range of factors that influenced whether regional

patients received treatment and care when they needed it. Some factors were associated with the
patient and i ncl uded (e.gmastenceafangosnorbdtids);he@alitis @ on d i
genotype (since some genotypes required more complex treatments than other genotypes);
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circumstances of patient (e.g. |l i festyle, age
possible side effectsyad pati ent s willingness and commitm
complete the treatment schedule.

Other factors influencing whether patients received treatment were associated with the capacity

of regions to treat and care for patients and imbda: delays in getting results from psychological

and drug and alcohol investigations; capacity to follow up patients by specialist physicians; and the
experience and capacity of the hepatitis nurse.

Comments received included:
Patients who are stable witno cemorbidities | will start the treatment. (2)

I think shared care is alright for genotype 2 and 3 but the direct antivirals have more side effects

and are more difficult. (B)

LT L adF NI GNBFGYSYyUd L KIFE@S A8Qaz2teRB dzKby ¢ Kb 4
ten patients, | cannot follow up. (B)

We do have a threshold for how many patients we can tr@eahaximum of 12 at any one time.

2S5Q@S 332G ¢ LI GASyGa o AGAYy3d 6K2 ¢S g2ddZ R oS
week. (B)

There may be a 6 month wait for treatment even though the patients are perfectly ready to start

now. (A)

Physician and nurse capacity and waiting for results of tests were also key factors influencing
whether patients received treatment and carénen they needed it.

Waiting time to seg¢he physician is usually 6 months. We used to have two physicians and the
waiting time was 3 months. (A)

To actually get psych reports back on our patients who have had some sort of mental illness. That

can delay tings. (A)

Ladza tfte GKSNBQa Y2NB Ay@SadAadalraarzyda NBIjdzA NEBRX

Maybe there needs to be some time for them to stop drinking alcohol. (A)

¢tKS ydzZNBAS A& y20 FdZt GAYS | yRrtfigloéase | G NKR O @

a2YSOKAY3 dzlJ 2y | RIF@ GKIFG aKSQa y2i ¢2NJAy3o
Time to accessing treatment varied and was influenced by patient choice and lifestyle.

Some patients are older and have lived vhi#gpatitis for a long time before they access
treatment. (A)

LG asSSvya dGKFG F t2G 2F LIS2LXS 32 G2 GKSAN Dt |
knew they hadHep C. (C)

2 SQ@S 320G lo2dzi nn K2 INB y20 adzadrotS F2NJ 4N
monitoring butthey dg QG ¢ yi GNBF GYSyd &Sio-20mtiett@atd R LINE ¢
we get 23 new referrals per month. (B)

At 31/12/12, there wereno Aboriginalpeopleaccessindpepatitis Greatment in the WA regional
nursesupportedhepatitis Cshared care progranirhe key informant interviews provided some

Western Australian Cerd for Health Pomotion Research. ........oovvvieiiieiaeae.. . 20.



insights concerning why Aborigina¢oplewere not accessing treatment. These included lack of
referrals, patient stability and compliance with the treatment regime.

Sadly a lot of them are just not suitable toNS I G YSy &G 06SOlF dzaAS GKS@ QNB ai.
compliant with medications. (B)

Overall, very few Aboriginpkeoplehad accessed treatment through the WA regional nurse
supportedhepatitis Gshared care program, outside of the correctional faesit
CNRY !LINARE wnny G2 Hnmo 6S KIF@S NBOSAOSR my NB
followed up every one either by letter or phone call. A good percentage has not responded by phone
Orftftd 2SQ@S KIR n {NXSinalpedpié inthe Siygarsi(K)S NBIA 2y 27
The barriers to accessing treatment for Aboriginal patients were not known but may have been
related to issues of cultural security according to one key informant:

Aboriginal patients are undeepresented in the treatmentrpgram. Not sure why. An Aboriginal
Health Worker may encourage more clients to access the services. (A)

The steps in the care pathway for a patient iregionwithout a nursesupportedhepatitis C
shared cargorogramare summarised below and in Figure 3:

1. Patient visits a GP fdwepatitis Cscreening.

2. GP assesses patient condition and initiates pathology workup, alswgatnent
investigations with alliedhealth services for psychological review and drug and alcohol
assessment and care if needed.

3. GP refers patient to regional physiciéor directly to a tertiary liver clinic if there is no
regional physician or no capacity to treat patients in the regiBegional physician or
tertiary liver clinic completes pathology workup and fireatment investigations for
patient if required.

4. Regional physician initiates treatment and coordinates patient care, sometimes in a shared
care arrangement with local GP @lis. The tertiary liver clinic provides advice and support
to regional physician on request.

5. Regional physician refers complex cases to tertiary liver clinic for treatment and care.
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Figure3: Care pathway for regions withouta nursesupported hepatitis C
shared care program

Allied health
services

Tertiary liver
clinic —> Care pathway
= = => Liaison

3.4 What are the perceivebenefits of having a regional nursapportedhepatitis C
shared care program?

The perceived benefits associated with the regional mstggportedhepatitis Cshared care
program were: shortewaiting times for appointments; longer appointment timesgility to be
more responsive to patient needs; treatment closer to home and therefore reduced patient
transport costs to tertiary clinics; increased patient compliance; and continuity of care.

Comments from the hepatitis nurses and regional physicians iadtud

TheGP LILR AYGYSyida INB 2yfé& mp 2RR YAydziSao az?al
YAy dzi Sao {2 6S KIFI@S GAYSE ¢S GNB (G2 Sy3al 3sS (K
not justtheir physical health but other issues in their.lifa)

Probably about 6 or 8 weeks to see a physician and then starting treatment within a week or two if
GKSe glyld G20 /2YLI NBR (2 tSNIK AdQa LINBGde 32
We do establish a very good rapport with patients and maintain that contact which | know they
appreciate. (A)

tFGASY(Ga aré AGQa YdzOKZ YdzOK 08GGSNI KF@Ay3 | L
person. A lot of people do say it makes a difference between whether they choose to have
treatment or not, being able to do it locally. (B)
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lfwecarda SS GKS LI GASyld KSNB AdQa o0SAOGSNI F2NJ 6KS L
can use the local services properly. If we have to refer the patient to a tertiary centre we have to
pay for the patient assisted travelling service from the ho$pitéhe tertiary centre. (B)

The data collected from the key informant interviews reported 38%0% patient compliance
with medication and completion dhe treatment regime in all three WA regions with a nurse
supportedhepatitis Gshared care progranT.he reasons given by key informants for patients not
completing treatment were: a response to treatment; reaction to treatment; and difficulties
coping with treatment. Comments included

LGQa YIAyfte ydAZf NBALRYRSNA 068 ¢9SS|T MH® 0.0
One had a major adverseaction. He had a retinal haemorrhage at week 28, so we had to stop. (B)
We had a guy who got severe depression, suicidal, so he was not going to get through treatment.
(B)

hyS 2dzald O2dzZ Ry QU [loSsbititelsith hbéepréviKend Hvasdrgng travdrk
FdzA t GAYS® | yF2Nldzyt iSté KS RARyQUG O2yidl OG GKS
his treatment. (B)

Challenges and enableassociated with implementing a regional nuisgpportedhepatitis C
shared care program included patient characteristics; GP turnovensattical registrars on locum
in regional areas; and capacity of nurses and physiciametd the needs and expectations of
patients.

Comments from health professionals included:

Some of thddep C patients are quite high demand patients and a lot have mental health issues. (B)

We have 4 registrars rostered for on call, night duty, nightamd clinic. No permanent registrar,
so for treatment they cannot follow up and the follow up plan might be difficult with different
registrars (B)

¢CKSNB gta +y FGGSYLW G2 3SG G4KS Dta AyGaSNBadSR
partlt 0S80l dzaS | 20 2F Dta R2yQd adte Fft GKFG f
2 A0K f2

Odzya @2dz R2y QU 3ISG GKFG NIF LILIRZNI KIF LILISYA
FYR LI GASYyGa R2y Qi ¢glyld G2 0S aSSiay3a a
We have had a fewomments, usually from people who have been treated previously in a great big

teaching hospital centre in Brisbane, Melbourne, Perth, who are used to having a nurse available
24/7. (B)

It was the responsibility of the hepatitis nurse to decide when to airssphysician and it was
noted that this judgment was based on the nur
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LG ySSRa G2 68 I FIANI& SELSNASYOSR ydaNES® | 2d
skill. (B)

There was no regular dedicated time dshle for the nurse and physician to meet in some regions

and this was highlighted by one hepatitis nurse as a challenge:

I would like to think that | could have a regular meeting with our physician to discuss the clients,
particularly the ones on tripltnerapy. Sometimethe physiciarR2 Say Qi S@Sy 3ISiG G2
pred NS GYSyd dzydAft GKS SyR 2F GNBIFGYSyd FyR L ]
NREEtS YR 200A2dzate GNMzada YS (2 O2y &ydd Butiv A 1 K K
would be nice to have a little bit more time face to face with him. (A)

In regionswithout a nursesupportedhepatitis Gshared care program, treatmenwasoffered to
patientsif regionalphysiciansvere available.
L R2Yy Qi (GKAY]l (GKS LKeaAOAlIyQad SOSNI NBEFdzaSR I ye
ARSI 080Fdzas Al t2214a fAliQ[diugsd ¥ BNE KB2DoB2 agd
LINPOf SYa yR (KSeQ@S 320 y26KSNB G2 AQOS odzi Y
ASNIAOS (KIFIGQa KSNB gKAOK A& YdzOK 60SGGSNI GKIy
However, there appeared to be little awarenexfsvhat happened to patients after they were
referred to a GP or tertiary clinic, for exam
awareness of support organisations, and patie

Our role[nurseslends with the notifD I G A2y YR AYyTF2NXI GAZ2Y G2 GKS
Ay@2t @SYSyGo L KIFGS 2dzaid (y2eAiy3a GKFG LI GASya
adzLILIR2 NI GKS@QNB 3ISiGAy3azT ¢ K S[HdANWA KIShattypeyd2 6 | 0 2
thing. (C)

A lack of GPs was also noted and options were identified for supporting GPs who were interest in
participating in a shared care model. Comments from key informants included:

Some GPs would like to get involjedshared care} Y R & 2 YIS RERA W @& 2 dzQ@S 32 i
those that do. | think Medicare Locals may be a way of supporting the GPs. (C)

Some key informants indicated that stigma associated Wipatitis Ctreatment still existed in

their region. As a result, the absence of sharateovas not considered significant for those

patients who preferred to access treatment in Perth to avoid discrimination.
CNRY | LI GASY(dQa LISNBLSOGADS Al RSLISYRa Kz2g Tl
what support they have inthecomtny A e ® ! 20 2F GKS LI GASyda Rz
GKIFIG 0KS2QNB KI@Ay3 GNBIFGYSYd Ay GKS O2YYdzyAde
LiQa y20G Ay Yé Gz2syod 285 R2y Qi R2 &
health professionals delivering services lise$\Rf S | yR a& NAy 3
Aboriginal people drug taking is very, very shameful. (C)

SEsZ 6S R2yQi
S LINPANI YA
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The implications for regions without a regional hepatitis nurse included increased presentations at
emergency departments and lack of treatntem follow up for patients.

If we have a hepatology nurse, patients would contact the hepatology nurse if they have a problem.
l'a 6S R2y Qi KIFI @S | ydzZNESE AT (GKS& IINB (22 Aff
department and if they need adssion then the on call physician has to look after them (B)

There may be no follow up or they get lost in the system. (B)

The proportion of people that travel out of the region for treatment is zero. People are either
GNBFGSR 6AGKAY BHAESUNBBESR aBOLHSEQNRSHNEQa y2 C

The majority of key informants who had used telehealth spoke positively about telehealth as an
enabler to providing patient care and treatment, although one key informant noted mobile
coverage cuold present an issue
2 5Q@S 332G LINRoftSYa gAGK Y20AfS O20SNI3IS |a ¢St
necessarily means it works. (A)

The liver clinic offers regions withouhapatitis G/ dzZNB S & dzZNNR I+ G S y dzZNB S & dzLJl

not ided. But we did a survey on telehealth and the patients were happy, although they worry

Fo2dzi O2y FARSYGAFfAdGed L GKAY]l] 6SQNB R2Ay3 ¢St
Telehealth was considered to be an enabler particularly for patients in rural and remote.areas:

In the rural areas, telehealth works really well and is cheaper. (B)

Weuse telehealth a lot for patients in remote areaa$S O dza S Al Qa | f2y3 gl & 7

(B)

There was general interest expressed by both physicians and the liver clinic thalehealth
service could be expanded and enhanced further:

Telehealth works well we just need more supartirses, trained nurses in the region. The
physicians need to be linked. A database we can both access would be ideal. (B)

| think telehealth has@f a role and | think it would be good to expand, at least be discussed with
GPs. (B)

While local care was considered more practical, the use of other regional service providers and
telehealth were mentioned as options worth exploring:

LGQa 2 2diffiSulf 438 ishpoasiBl&iep C patients are quite disorganised, to get them going
o0FO0O1 YR F2NIK (2 tSNUOK AGQ&a 2dzad | NRARRAOdz 2 dzi

You can do a lot with telehealth. So initially they might go down to Perth and be screened and then
they could bé dzLJLJ2 NIi SR 068 (St SKSIf K L GKAY]l @&2dz2Q@S
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The criical features of the WA regional nurseipportedhepatitis Cshared care program
identified by key informants were:

1 Patientcentred careenabling patients to choose when to start treatment depending on
health status and personal or work commitments

1 Dedicded hepatitis nurse located regionallwho is responsible for patient education and
coordinating all patient treatment and care including follow up and monitoring of patients
and patient referrals to allied health services

1 Specialist physicians with S1@describer qualificatons e s ponsi bl e f or ass
health status, initiating treatment, and refining treatment schedule as required

1 Collaboration with GPsvhere possible to help patients manage side effects of treatment
once initiated

1 Telehealthlinks between regional areas and tertiary liver clinics in Perth for ongoing
support and for referral of complex cases according to agreed protocols

1 Excellent communicationbetween nurse, GP, physician, and tertiary centres

1 Stability of key rolesnvolved to provide continuity of care

Nursesupported models ohepatitis Cshared care are not unique to WHepatitis Cshared care
programs also exist in South Australia, Queensland, New $Walbs, Victoria and New Zealand.
The desktop review identified the key features and principles of shared care programs in other
states and New Zealand (Appendix 5).

In summary, the common goal across all of liepatitis Cshared care models reviewed, inding

the WA model, was to Iimprove pat i edapatissC access
through multisectoral participation and partnerships between primary care providers and tertiary
specialists. Additional benefits of tiepatitis Csharedcare programs were increased patient
compliance, increased likelihood of patients completing treatment, reduced travel costs for

patients able to access treatment locally and reduced demand on tertiary clinics for appointments.

In WA, the focus of the regional nursepportedhepatitis Gshared care program was on
effectively coordinating and providing treatment to regional patients, partiduldrose in rural
and remote areas.
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The key informant interviews identified five critical success factors for the WA regional nurse
supportedhepatitis Gshared care program. These factors have been highlighted in the quotes
from key informants in the pragus sections and are summarised below:

1.

Appropriate fundingso that patients can be started on treatment and workload associated
with following up and monitoring patients will be manageable

Ongoing education and trainingpr GPs and physiciarebout newresearch, status of new
treatments and side effects

Standard protocols for shared care health professionals and guideliioepatients.

Support for regional GP&ho wish to participate in shared care foepatitis Greatment
and care

Support for hepaitis nursesincluding training and education; access to regional
physicians; and telehealth backup from tertiary centres.
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Number of responses

nd® wSadz Gda 2F LI GASYyGaQ adz2NBSe

Twentytwo (22) completed surveys were returned by patients enrolled in regional Aurse
supportedhepditis Cshared care programs in Western Australia. Two (2) surveys were not
eligible for analysis; one individual was receiving treatment within a correctional facility
(treatment site outside the scope of the study) and one survey did not have a sigrtezipaant
declaration sheet (consent requirement not met).

4.1 Demographics

Of the questionnaires analysed, 13 were from males and seven (7) from females; all reported
bei ngi ndiogpenous’ . Ei ght ppayearse seves (3500dyedvbysarsr e
and five (25%) aged 36 years. The majority (80%) were born in Australia. Fourteen (70%) were
currently residing in the South West region of Western Australia, four (20%) in the Great Southern
and two (10%) in the Kimberley.

4.2 Referral andreatment

Year of diagnosis fdrepatitis anged from *1980s’ to 2013, wi
having been diagnosed within the past six years (28073). The duration between referral to
treatment commencement varied from within one month efferral to more than two years after
referral (see Figure 4).

Figure4: Interval between referral & treatment (N=20)

3
2
1
0 . . . . . |

Lessthan1l 1-3 months 3-6months 6-9months 1year-2  More than 2

month . ears ears
Time Interval Y Y

The majority of patients (55%) reported their hepatitis nurse being the main point of contact for
hepatitisGr el at ed problems (Figure 5). ‘“Hepatitis
respondents, with ‘other’

a

t

I

referring to one of

patients (60%) indicated that htatwas wassyver
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Number of responses

Number of responses

contact this person. One patient believed it
did not answer this question.

Figure5: Main person contacted when patient had problems relating to
hepatitis C (F20)
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Main contact person

As identified in Figure 6, twelve patients (60%) named their hepatitis nurse as the main person
involved in explainingepatitis r eat ment t o them, with ‘hepatit
the secom most popular response (four patierts20%).

Figure6: Main person involved in gplaining details of hepatitis C treatment
(N=20)
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g - GP, specialist in
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The hepatitis nurse My GP Specialist in the area Hepatitis Nurse &
where you live Other

Main person involved in explanation of treatment
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The patient’s hepatiti s nuortedcontaet persanlingotvediind e nt i
scheduling appointments for patients (10 patierts0%), as represented in Figure 7, with the
second highest recorded response being the specialist in their local area (seven paB8&pits.

Figure7: Main person involved in scheduling patient appointment8l€19)

Number of responses
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The hepatitis nurse Specialist in the area Hepatitis nurse & Missing data
where you live Other

Main person involved in scheduling appointments

As identified in Figure 8, the hepatitis nurse was also reported as the main contact person involved
in supplying the majority of patients with blood tagsults while on treatment (14 patients

70%). Three respondents (15%) named both their hepatitis nurse and the specialist in their local
area equally as to whom they receive blood test results from. Two respondents reported that the
main person involve in providing blood test results while they were on treatment was their local
specialist.

Most patients (15 patients75%) reported that they did not access any additional services apart
from their GP, hepatitis nurse and liver specialist while receivapatitis Greatment. Of the
remaining five patients, two patients reported accessing HepatitisWA for information/support,
one patient accessed Hepatitis NSW, one patient accessed information online, and one patient
reported accessing a local hospitalveall astheir hepatitis nurse.
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Figure8: Main person involved in giving blood test results while on hepatitis C

treatment (N=20)
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4.3 Satisfaction levels

*Other included
specialist in local
area and PathWest
for other category

Patients were asked about their $sfaction levels relating to three aspects of care whilst receiving
hepatitis C treatment. As identified in Table 3, patients reported high levels of satisfaction across
the three categories with 85% being highly or slightly satisfied.

Table3: Patient satisfaction levels with differing aspects of care

Aspect of care

Information Level of support Overall
received about received while on | experience of the
Number of the sideeffects of | treatment hepatitis C
respondents n=20 | treatment treatment
program
Very 12 (60%) 13 (65%) 13 (65%)
satisfied
5 Slightly 5 (25%) 5 (25%) 4 (20%)
P satisfied
<_C: Slightly 2 (10%) 2 (10%) 1 (5%)
= unsatisfied
g Very 1 (5%) 0 2 (10%)
= unsatisfied
n Total 20 (100%) 20 (100%) 20 (100%)
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4.4 Access to treatment

Patients were asked what theyould do ifhepatitis Ctreatment was not available in their region.
The majority (60%) responded that they would wait until treatment is available in their region
(Figure 9).

Figure9: Participant€Xavoured option if hepatitis C treatment was not
available in their region (N=20)
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4.5 Patient recommendations fawepatitis C services

Many patients reported that appointments with the hepatitis nurgelaspecialist were very
important and reassuring, and should be maintained regularly throughout treatment. It was
recommended by some patients that more information on side effects should be discussed with
patients. Also, one patient mentioned that therbauld be staff members available to temporarily
fill the positions of hepatitis nurse/ specialists when they are on leave.

One patient commented on the length of time it takes for a travel claim to be accepted. This
patient recommended that patients coulthve a standard account to be used when accessing
services to save time spent registering individual claims. Travel/distance was also mentioned by a
few other patients, with one patient reporting that travelling a shorter distance to access
medication woudl better suit their needs.

Two patients mentioned the blood test result process in their responses. One respondent would
rather blood test results to be sent directly to them and the other respondent would like to
receive blood test results more regulariyhe same respondent reported that they would have
benefited from being linked to a support group during treatment.
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The WA regional nurssupportedhepatitis Gshared care program has not been evaluated
previouslyacrosgshe three regionsThe focus of the evaluation by WACHPR was to answer the
following questions:

1. How does the regional nurssupportedhepatitis Gshared care program currently
operate in WA?

2. Are patients receiving care when they need it?

3. What is the modebf care in regions without a nurssupportedhepatitis Cshared
care program?

4. What are the perceived benefits of having a regional nsggportedhepatitis C
shared care program?

5. What challenges/enablers are associated with implementing the regional nhurse
supportedhepatitis Cshared care program?

6. What are the consequences and implications for regions which do not have a nurse
supportedhepatitis Cshared care program?

7. What are the critical features of the WA regional nussgportedhepatitis Cshared
care program compared with other best practice models of shared care?

8. What elements are crucial to the success of a regional rsupported shared care
hepatitis GQorogram in WA?

A mixed methods design was used for the evaluation comprising three compoidmse werea
desktop review, key i nf or maThdmain fintirgs ofthee ws and
evaluation are summarised belowging the eight evaluation questions as a framework

Currently, there are three regions in WA operating a ntggpportedhepatitis Cshared care
program for patients with chronibepatitis C these regions are the Great Southern, South West
and the Kimberley. The perceiveale of the hepatitis nurse was as a point of contact for patients,
patient education, coordination of treatment plans, follow up and monitoring of patients, building
rapport with patients, and supporting patients to complete the demanding treatment sdeed

These perceptions were corr obadepattissddubyget her pa
‘hepatitishur se and ot her’ were identified by 80%
hepatitis Ctreatment to them, and by 85% of patients ¢gheir main point of contact during

treatment and responsible for returning test results and scheduling appointments. The majority
(90%) of patients reported i thephttisOwge.' very eas

The nurse was seen to provideanstant in a context of changing locums in some regional areas.
Tertiary centres provided education for GPs, nurses and physicians and advised on complex cases;
telehealth was used extensiveRatient compliance with the treatment schedule and the
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likelihood of patients completing treatment were very hid@#8%100% compliance rates were
reported. Patients with cirrhosis or those requiring a liver transplant were referred to tertiary
centres by regional physicians. Mental health and alcohol and drug eemwviere generally
available and patients could be referred to these services easily.

The regional nurssupportedhepatitis Cshared care program appeared to operate well according

to the key informant data collected from participating healthcare prowsd®&ata collected from

the patients’ survey indicated more than 85%
information received about the side effects of treatment, level of support received during

treatment and overall experience of theepatitisCshared care program.

In regions operating a nurssupportedhepatitis Cshared care program, waiting times for
appointments to see a specialist physician were she#t (eeks) and opportunities for lger
appointments with the regional hepatitis nurse were possible, eithertaekace or via telehealth.

A regional hepatitis nurse could manage treatment and care for up to six patients per day.
Treatment could be delayed if the patient load exceededdhpacity of the regional hepatitis

nurse since the ability to follow up and monitor patients was critical to the success of the program.

Patient stability, patient circumstances (e.g. place of abode in a rural or remote arearofljly
out worker, workcommitments), delays in obtaining results from psychological investigations, the

patient’s choice and their willingness and co
treatments were noted as key factors influencing ability to initiate treatmanmtgional areas. The
patient’s hepatitis genotype was also an infl

different and more demanding treatment regime and were more likely to require care from
tertiary centres.

At the time of data collectio, there were no Aborigingdeopleenrolled in the three regional
nursessupportedhepatitis Cshared care programs althou@i% of the notifications in these

regions betweenn 2012were Aboriginapeople Key informants consider
hedth status including alcohol or drug use were likely to make them unsuitableefoatitis C
treatment. There were no Aboriginal responden

access to treatment for Aboriginpeopleneed to be investigateturther.

In regionswithout a nursesupported shared care model, there is some evidence of shared care

for patients involving specialist regional physidand GPs and sometimes practice nurses. In

other regions, a lack of GPs and limited capacity of regional physicians requires patients to wait for
a referral to a tertiary liver clinic in Perth for treatment and care. There are associated costs for
patiert travel to tertiary centres and waiting periods for an appointment can be up to 18 months.
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The patients’ survey indicated that most pat.i
available locally than travel to Perth for treatmeftowever, mn regions with closer proximity to

Perth, key informants suggested treamepatients preferred to travelo Perthfor treatment

owing to issues of stigma and discrimination associated meafhatitis C and injecting drug use in

their local community.

The main benefits associated with the nusgpportedhepatitis Cshared care program reported
by key informants were shorter waiting times for appointmentger appointment times, being
more responsive to patient needs, access to treatment closer to home (and reduced travel
expenses to tertiary centres), increased patient compliance, and continuity of care.

The main challenges reported with the nursepportedhepatitis C shared care program were
difficulties managing workload, medical registrars on locum/roster, nurse capacigcitapf
physicians to do prreatment investigations when patients are referred directly without seeing
nurse first, leaving judgment about whether to consult a physician to the nurse, having no regular
dedicated time available for the nurse and physicia meet in some regions, and managing
expectations of patients for 24/7 availability of thepatitis C shared care nurse.

Key informants were in agreement that GPs should be more involved in the-supgp®rted
hepatitis C shared care program but noteelveral challenges. These includadiigh number of
locums in regional areakigh caseloads with only a small percentajeaseloadsledicated to
hepatitis Cno opportunity for locums to build rapport with patientde high time investment
required © managehepatitis Qoatients and the requirement to keep abreast with complex and
changing treatments for chronic hepatitis. The lack of incentives for GPs to particigepadititis
Cshared care was also notetihere wereseveral GP&howere S100 prscriber trained but did
not participate in providing treatment for patients.

For regions without a nurssupportedhepatitis C shared ca program, there was little awareness
of what happened to patients after they were referred to a GP or tertiary centre. It was unclear
how much support patients were receiviagdwhat awareness they had of support organisations
including HepatitisWA.

Key informants in regions without a nursaipportedhepatitis C shared care program could see
the potential benefits of the shared care model but stressed that access to specialist care would
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be needed for the service to function well and the availabilitgmecialist physicians and GPs in
regional areas was uncertain.

Key informants identified it excellent communications between the hepatitis nurses, GPs,
physicians, and the tertiary centres were a critical factor contributing to the success of the
regionalhepatitis Gshared care programs. Telehealth was used extensively, particularly to support
health professionals and patients in rural and remote areas.

Continuity of care to provide support for patients and increase their likelihood of completing the
treatment schedule was also considered essential and the availability of a dedicated hepatitis
nurse was perceived to provide this stability and continuity particularly in a context where
availability of GPs was scarce and locum registrars were common.

Key informants identified five elements considered crucial to the success of a regional nurse
supportedhepatitis Cshared care model. These elements wexgpropriate funding; ongoing
education and training for GPs and physicians; stashgaotocols for shared care health
professionals and guidelines for patients; support for regional GPs; and support for hepatitis
nurses.

1. Appropriate funding.
Adequate funding should be available for the nussgportedhepatitis Gshared care
program ® that patients can be started on treatment and workload associated with
following up and monitoring patients will be manageable. Funding allocations for nurses
should be matched to the local patient population and would be expected to vary across
regions.The funding allocations could consider including funds for the hepatitis nurse to
accompany the regional physician(s) on visits to remote and rural areas.

2. Ongoing education and training for GPs and physicians.
Hepatitis Ctreatment is rapidly improving ahGPs, physicians and nurses require ongoing
education about new research, status of new treatments, side effects and protocols for
treatment and referrals. Adequate training of nurses involveddpatitis Cshared care is
essential and a central coorditidg body for nurse training and status of regional shared
care would be beneficial.

3. Standard protocols for shared care health professionals and guidelines for patients.
The roles and responsibilities for shared care, including how to treat patients, wdhom
treat, when to refer, frequency of bloods, and interpreting bloods, should be clearly stated
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in standard protocols for all shared care health professionals. a database accessible by
tertiary and regional centres with all patient results and patientdmgtwould enable

better communication between health professionals involved in shared care. Guidelines for
patients are also needed to avoid confusion. These guidelines would include dates of
appointments, frequency of bloods, whom to call for what serand when.

4. Support for regional GPs.
GPs who express interest in participating in tegatitis Gshared care program require
support given limited bulk billing in regional areas and the unpredictability of some
hepatitis Gpatients in committing to appoitments. For regions without a dedicated
hepatitis nurse, providing a practice or clinic nurse with some dedicated time to support
hepatitis Qpatients or involving Medicare Locals could incentivise more GPs to participate
in shared care service deliveimcreased involvement of regional GPs in shared care
services would increase regional capacity to treat patients.

5. Support for hepatitis nurses.
Hepatitis Cnurses are required to decide when to refer patients to the physician and this
places a significamesponsibility and burden on nurses. Adequate support for hepatitis
nurses is needed either from peers or during scheduled meetings with the physician.
Allocating regular time for regional hepatitis nurses and physicians to meet and not just
when problemsarise would provide additional support for nurses. The option to access
support from tertiary centres via telehealth is effective and expansion of this service
should be considered. The availability of the hepatitis nurse needs to be managed
carefully. Al owi ng patients to havesewocdaysaweek, 2 t he
hours a day, may lead to a higher turnover of hepatitis nurses.

The patients’ survey data al so i Imepatits Gleackd s ugge
care servicesThesesuggestionsvere: more information on treatment side effects; improvements

to the travel claims procedure; access to support when usual shared care health professionals

were sick or absent; access thi@patitis Csupport group; and improvements tbe process for

accessing blood test results. Tleasibility of these suggestiomsuld be investigated further in

future studies.

This evaluation study was associated with the following limitations. Firstly, only one GP was
available to be interviewedor the study. Since GPs are considered to play an important role in
delivering hepatitis C shared care serviogst few regional GPs deliver shared care seryites
would be beneficial to consult with additional regional GPbeatier understand the barriers and
enablers they face in participating in regional hepatitis C shared care services.

Secondly, the patients survey yielded a 43%
the regional nursesupportedhepatitisCshared care program. While this represents a reasonable
response, it should be noted that the major{§0%)of respondents resided in thBouth West
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region(20% in the Great Southern and 10% in the Kimbedgyon) and therefore the survey data
ismany representative of patients’ experiences

Thirdly, he scope of the evaluation did npermit following up patients who did not complete the
survey,peoplewho were not receiving treatment e.g. Aborigimedople or thecollecton of

feedback from patients receiving treatment in regions without a ntgspportedhepatitis C

shared care servic&uture studies could explore the feasibility of using other data collection
methods, for example telephone interviews with patients coatgal by regional nurses and

culturally acceptable methods to collect feedback from Aborigaeaiplediagnosed witthepatitis

Cto understand if they face barriers to accessing treatment, and if so, how these barriers may be
addressed.

For regional patients who warttepatitis Greatment in regions with a hepatitis nurse, the waiting

time to start treatment and the support services available seem to be as good, if not better, than

in Perth. The majority of patients (85%) respondingtoghat i ent s’ survey expr
satisfaction with the services available. More than 60% of patients responding to the survey also
indicated that they preferred to access treatment locally. Furthermore, shioejititis C

treatment and care not & available in their region, they would prefer to wait until services were
available locally rather than travelling to Perth for treatment.

It is of interest that while the number of new notifications fugpatitis Gn the Great Southern,
South West andikiberley regionsn 2012included approximatel21% Aboriginapeople, no
Aboriginalpeoplewere currently receivingpepatitis Greatment. More information is required
about the barriers to Aboriginal people accessing treatment and how they can be overcom

There is a limit to the number of patients that a hepatitis nurse and physician can support on
treatment (about 56 patients per day that the nurse is employed). Given the demands of the role
in following up and supporting patients, having more than paé-time nurse may be a more
sustainable option than a fulime nurse. Nurse allocations should be considered based on
expected regional patient caseload.

There are very few incentives for regional GPs to get involved in something as complicated and
time-consuming as lonterm care of a patient ohepatitis Greatment. Given that rural GPs are

in short supply and lonterm GPs are few in number, it seems to be unrealistic and idealistic to
imagine that training of GPs as s100 prescribers is a viabilenoph a largescale, statewide

basis. However, there is a small number of GPs who are dedicated and motivated to work in this
area and resources could be directed to supporting these GPsheyitatitis Gpatients and

retaining them in the region.

For regons that do not have a hepatitis nurse, the barriers to a patient starting treatment are
significant and the likelihood is that patients will be unable to start treatment, unless they have a
longterm GP and are able to travel back and forth to PerthhBatenarios are unlikely given the
demographic of the 'average' patient witiepatitis C and the scarcity of GPs in regional areas.
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The findings of the evaluation of the WA nws#pportedhepatitis Cshared care program
informed the development of the following recommendations for future service provision.

Recommendation 1Maintain existing regional nurssupportedhepatitis Gshared care programs.
Access to and uptake bkpatitis Greatment and patient compliance with treatméschedules

are facilitated with a nurssupportedhepatitis Cshared care model. The demanding treatment
regimens and travel distances between regional areas and Perth do not make it practical for
patients living in regional and remote areas of WA totst@patitis Greatment without access to
local treatment and care. Existing hepatitis nurse FTE allocations should be revisited based on
current and predicted patient caseloads. Funding for additional hepatitis nurse FTE should be
sought if required.

Recommendation 2investigate requirements and feasibility of nusseportedhepatitis Gshared
care services in other regions.

Ethical considerations arise if equitable access to healthcare services for all patients in all WA
regions is not possible. Howew several factors influence whether the nursepportedhepatitis
Cshared care model should be implemented in all WA regions. These factors include burden of
disease, patient demographics, distance to tertiary clinics, issues associated with stigma and
discrimination, networks available for telehealth, access to allied health services, and the
availability of healthcare professionals including regional physicians, nurses and GPs. Access to
specialist care is essential for regional shared care servidaadtion optimally. The feasibility of
providing nursesupportedhepatitis Cshared care services in all regions in WA should be explored
further.

Recommendation 3tnvestigate barriers to accessing treatment for Aborigpeple Aboriginal
peopleconstituted approximately21% of the total number of notifications in the regions with
nursessupportedhepatitis Cshared care programs during 2012. However, there are currently no
Aboriginalpeopleaccessing treatment in these regions. The barriers to acugs®atment for
Aboriginalpeopleshould be investigated. Factors including cultural security of health care
services, cultural competency of healthcare providers and the role of local Aboriginal Medical
Services imepatitis Cshared care should be cadsred. Aboriginal patients may also require
access to more allied health services including drug and alcohol counselling.

Recommendation 4increase participation of GPs in existing regional namgmortedhepatitis C
shared care services.

A scarcity of5Ps in regional areas has contributed to limited GP involvement in the provision of
hepatitis Cshared care services. The demands of looking &igatitis Goatients, remaining
abreast of new treatment developments and the limited availability of billikng discourage

many GPs from participating in shared care. Options to provide adequate education, training,
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support and incentives to increase GP participation should be explored. These could include:
involvement of Medicare Locals; the development tainglard protocols for treatment, care and
referrals; regular updates on changes to treatment and research developments; the development
of guideline for patients; and training of practice or clinic nurses to provide support for GPs by
providing patient edaation and following up and monitoring patients during treatment. Further
involvement of GPs in shared care, if this can be achieved, is likely to increase access to and
uptake ofhepatitis Greatment.

Recommendation 5Investigate options for expandiniglehealth services to enable lo¢epatitis
Ctreatment and care and reduce waiting times for tertiary clinic appointments.

Telehealth has been shown to be effective in regional and remote areas and reduces the need for
patients to travel long distancdsr treatment and care and reduces the travel costs associated

with patient transport to tertiary clinics. Telehealth support for hepatitis nurses and patients is
available from tertiary clinics. Raising awareness of regional healthcare professionass of th
service and options for expanding telehedtibpatitis Cservices to all regions should be explored.
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The desktop review included the following documents:

Journal articles

l

Horwitz, Brener and Treloar. (2012). Evaluatioamintegrated care service facility for
people living witthepatitis Gn New Zealandnternational Journal of Integrated Cat@.

Lambert et al. (2011). General practitioner attitudes to prescribi@patitis Cantiviral
therapy in a community settingdustralian Journal of Primary Healtfi(3) 282287.

Nazareth et al. (2008). Innovative practice in the management of chheqatitis C
introducing the nurse practitioner modeAustralian Journal of Advanced Nursing
25(4):114

Western Australia documerst and reports

T

)l

Evaluation ohursingstructure andresources in the management dironic hepatitis C
project proposal (201-2014). Systems and Intervention Research Centre for Health
(SIRCH) in conjunction with Royal Perth Hospital Liver service andebgolms and
Immunology Health Network

Funding agreements between WA Health SHBBVP and WA Country Health Service regions,
and sixmonthly reports produced by regional hepatitis nurses (22043)

Western Australian Notifiable Infectious Diseases DatePA#ANIDD) for nevaepatitis C
notifications data in the period 1 January 20421 December 2012

WA hepatitis CModel of Care Implementation Plan 202014 (2011)
WA HealthHepatitis CVirus Model of Care (2009)

Hepatitis CShared Care: Interim Repo@ctober 2008. Prepared by Systems and
Intervention Research Centre for Health (SIRCH), Edith Cowan University

WA Hepatitis CAction Plan, 200@008.

Queensland report

T

Report of the evaluation of the Queensland Healdpatitis CShared Care Initiative
(2009).

South Australia documents and reports

1
1

South Australiatdepatitis CAction Plan 2002012

Nursing Model of Care faflepatitis CTreatment in South Australia.

Victoria report

T

Hepatitis CShared Care Program: A guide for general practitioners (Melleodaalth).
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National documents and reports

1 Carruthers (2013Hepatitis Cand its treatment within Australian custodial settings. To
establish the current situation and determine the barriers and enablers to receiving

treatment for hepatitis Gwithin an Australian prison

1 Economic evaluation dfepatitis Gn Australia (2005).
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WA Regional Nurs&upportedHepatitis CShared Care Program Evaluation
Key Informant Interviews (Regions without a program)

The guestions below outline the major areas of inquiry and are given as examples of questions
that may be asked to guide the serstructured interviews with key informants.

Ice-breakers
1 How long have you worked in the region?
1 What is your role imepatitis Cservices?
Defining existinghepatitis Cservices
1. Whathepatitis Cservices are provided in your region?
a) Who is involved in providinigepatitis Cservices in your region? What are their roles?
b) Which groups are affected thepatitis Gn your region? You wodiltry to get a sense of
male : female ratio, age groups, and any subups e.g. gay men, people who inject drugs
c) Take me through the process for an average patient?
d) On ascale of 1 to 10, 1 being least satisfied and 10 being most satisfied, how satesfied
you with the program in your region

Demographics
2. How do the patients in your region differ from metro patients?
a) What additional services do they require?
b) What comorbidities do they have, if any?
Barriers
3. What challenges do you face in providimgpatitis Cservices in your region and how do
you manage these?
a) How accessible is the program for those who need it?
b) Do most patients complete the treatment? If not, why not? And is there a particular period
when patients are most likely to drop out of caaad might need more support?
Enablers
4. What features would you like to see on your region? How would these improve the overall
effectiveness of the program?
5. How do you think these could be achieved?
Ask more detailed questions about specific barriers/eaebhs required.
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WA Regional Nurs&upportedHepatitis CShared Care Program Evaluation
Key Informant Interviews (Liver Clinic Staff)

The questions below outline the major areas of inquiry and are given as examples of questions
that may be asked to gide the semistructured interviews with key informants.

Ice-breakers
1 How long have you worked at the liver clinic?
1 What is your involvement in the regional nursepportedhepatitis Gshared care
program?
Impact of the program
6. What is the impact of theegional nursesupported shared care program twepatitis C
services?

a) How has the program affected services provided by the liver clinic?

b) How has the program affected the workload at the liver clinics?

c) What types of patients do you see at the liver clifitZ®s the program affected the types of
patient you see at the liver clinic?

d) What input does the liver clinic provide for an average patient on the program? How often
do you see them? Is the contact fateface or via telehealth?

e) How do the liver clinic ahthe regional staff communicate with each other? Who is the
main point of contact?

f) How does the liver clinic communicate with GPs provithiegatitis Cservices in the
regions?

g) What are the key differences between the services provided at the liver anddfvices
provided in the regions?

Barriers

7. What challenges do you face in providimgpatitis Cservices to the regions and how do
you manage these?

a) How accessible is the program for those who need it?

b) Do most patients from the regions complete theatment? If not, why not? And is there a
particular period when patients are most likely to drop out of care and might need more
support?

Enablers
8. What features would you like to see in the regional programs? How would these improve
the overall effectiverss of the program?
9. How do you think these could be achieved?

Ask more detailed questions about specific barriers/enablers as required.
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KEY INFORMANT POSITION

KIMBERLEY REGION

Miranda Dibdin Clinical nurse sialist- Hepatology
Dr Jaye Martin Regional physician
Dr Sarah Woodlands GP

GREAT SOUTHERN REG

Dr John Lindsay Consultant physician

Erica Whinnen Clinical nurse specialistHepatology

SOUTH WEST REGION

Camilla Hey Clinical nurse speciati- Hepatology

OTHER REGIONS

Dr Marisa Gilles Public health physician, Midwest
Dr Mya Yee Consultant physician, Goldfields
Susie Ridderhof Public health nurse, Wheatbelt
Phillipa Jones Public health nurse, Pilbara
METROPOLITAN

Professo WendyCheng Consultant physiciafiRoyal Perth Hospital
Liver ServiceDept of Gastroenterology&
Hepatology, Royal Perth Hospital
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Patient Information Sheet/Consent Form

Hepatitis C Shared Care Program Evaluation: Patient Satisfaction Survey

Introduction

The Department of Health and Curtin University are reviewing the hepatitis services
in regional WA. As part of the evaluation, we wish to hear your views on the
hepatitis C services provided in your region.

What does participation involve?

Participation involves filling in an anenymous questionnaire on your experience of
hepatitis C care in your region. The questionnaire should take 5 minutes to complete.
Please return the completed questionnaire and signed consent form in the pre-paid
envelope before 315 July 2013,

What are the benefits of participation?

As a patient of hepatitis C health care service program, your feedback is valuable to
us and may inform future planning of hepatitis C services in your region. The
questionnaire is confidential and anonymous. Any comments you make which could
potentially identify you will not be used.

What are the drawbacks of participation?
We do not expect your participation in this project to have any risks or drawbacks.
Further information

If you want any further information concerning this project you can contact Dr
Roanna Lobo at Curtin University on 08 9266 1101

Complaints or concerns

If you should have any complaints or concemns about the way in which the study is
being conducted, you may contact the Chairperson of the WACHS Research Ethics
Committee via 0417 068 594.

Confidentiality
Your identity will be kept ancnymous at all times. The questionnaire will not seek to

obtain information by which you can be identified. All electronic data will be kept in
locked excel spreadsheets in secure premises to which only the investigators have
access. Any publications that arise will not have any information that identifies you.
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Declaration by Participant

| have read the Paricipant Information Sheet or someone has read it to me in a
language that | understand.

| understand the purposes, procedures and risks of the research described in the
project.

| have had an opportunity to ask questions and | am satisfied with the answers |
have received.

| freely agree to participate in the Hepatitis C Shared Care Program Evaluation as
described and understand that | am free to withdraw at any time during the project
without affecting my future health care.

If | have any further questions regarding the study | may contact: Dr Roanna Lobo at
Curtin University on phone number: 08 9266 1101

I understand that | will be given a signed copy of this document to keep.

Mame of Participant
Signature

Nate

Far office use only

Declaration by Study Doctor/Senior Researcher

The participant has received an information sheet explaining the procedures and
risks of the research project and has returned a signed consent form.

Mame of Study Doctor/

Senior Researcher (please
print)

Signature
Date
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Hepatitis C services: How Are We Doing?

Please leave blank. For researcher use only

ID:

Date received:

Please take a few minutes to fill out this survey on your experience of
the hepatitis C services provided to you. The WA Department of
Health welcomes your feedback. Thank you for your participation.

Are you?
[ Female
E] Male

D Transgender

How old are you?

| Years old

Are you Aboriginal and/or Torres Strait islander?
[] Aboriginal

[ torres strait Islander

[] Both Aboriginal and Torres Strait islander

[[] Non-indigenous

w
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[] other —Please state |

Were you born in Australia?
[] Yes—Go to Question 6

[[] No —Go to Question 5

Where were you born?

‘W

What is the postcode where you currently live?

‘1

Which of the following best describes your work status now? Please tick all boxes that apply
D Employed (including self-employed and including part-time)

[] student

[[] unable to work due to illness

[] Home duties

[CIretired

[CJcurrently looking for work

[[] other - Please state I

~
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In what year were you diagnosed with hepatitis C?

|W

How long did you have to wait from being referred to starting treatment?

|1

3. Who is the MAIN person you contact when you have problems relating to hepatitis C?
[] The hepatitis nurse
Omyce
EI Specialist at the Liver clinic in Perth

[[] specialist in the area where you live

[ other—please statel

b. How easy is it for you contact this person?

[ very difficult O difficut [ easy [ very easy

Who is the MAIN person involved in explaining details of hepatitis C treatment to you?
[[] The hepatitis nurse
Omyee

[ specialist at the Liver clinic in Perth

w
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[[] specialist in the area where you live

[[] other —please state|

Who is the MAIN person involved in scheduling your appointments?

l:l The hepatitis nurse
COmyce
[ specialist at the Liver clinic in Perth

[[] specialist in the area where you live

[] other —please state

Who is the MAIN person involved in giving you blood test results while you are on treatment?
[[] The hepatitis nurse

Omyer

[[] specialist at the Liver clinic in Perth

[] specialist in the area where you live

[[] other — please state |

Apart from your GP, the hepatitis nurse and the liver specialist, were there any other services that
you used during you hepatitis C treatment? Please tick all that apply to you.

[}
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|:| Drug and alcohol services. Please specify which service (e g. Rehab, methadone programme,
detox, needle and syringe programme etc.)

[] mental health counsellor
[] psychiatrist

[ ] sexual health clinic

[] Famiily planning clinic

[ ] Hepatitis WA

|:| Other - Please specify I

How satisfied were you with the information you received about the side-effects of treatment?

|:| very unsatisfied |:| slightly unsatisfied |:| slightly satisfied |:| very satisfied

How satisfied were you with the level of support you received while on hepatitis C treatment?

[] very unsatisfied [ slightly unsatisfied ] slightly satisfied [ very satisfied

How satisfied were you overall with your experience of the hepatitis C treatment program?

|:| very unsatisfied |:| slightly unsatisfied |:| slightly satisfied |:| very satisfied

]
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What would you do if hepatitis C treatment was not available in your region?
[] Travel to Perth regularly for treatment
|:| See a private specialist in your region for treatment

|:| Wait a little longer until treatment is available in your region

[] other — Please specify I

What could be changed to make Hepatitis C services more suited to your needs?

Thank you for your participation

PLEASE RETURN THE QUESTIONNAIRE AND THE SIGNED CONSENT FORM DIRECTLY TO CURTIN
UNIVERSITY IN THE PRE-PAID ADDRESSED ENVELOPE PROVIDED BEFORE 317 July 2013.
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South Australighepatitis Cshared care progran{7)
The desktop review identified thi®llowing fundamental principles of theepatitis Cshared care
program in South Australia (SA)

1 Patient centred care

Collaboration between specialist and primary health care providers
Multi-sectoral and holistic approach

Quality improvement and evaluatiomechanisms

Evidence based and quality care

= =2 =4 A -

Access for priority populations.

The SA program aims to improve access to high quality care for peoplbepittitis C integrate
the different tiers of service delivery and target priority populations.

Queaslandhepatitis Cshared care mode(6)

Similarly, the Queensland (QLiBpatitis Cshared carenodel aims to improve access to awtral
therapy and supports cordinated care between primary care and specialist liver clinics. The QLD
program also aims to reduce the number of appointments at specialist liver clinics.

The QLD program was evaluatesing similar methods to the current evaluation. Key informants
were interviewed and service users’ perspect.
guestionnaire. Information sought included:

1 Identifying the numbers of enrolled and treated patients
1 The level and success of collaboration between nurses, GPs and specialists
1 Information on administrative issues

1 Relationships with patients using the program

1 Perspectives on the effectiveness of the shared care program.

New Zealand Community AssessmentdaSupport Programmég)

TheCommunity Assessment and Support Programme in New Zealand provides patients with direct
support in the community, and with access to other services. The community nurse works with

other professionals and organisations to support patients, and provide an integrated model of

care. This means, instead of the patient dealing directly with GPs, specialist doctors, and other
health providers separately, the community nurse liaises withehesp e opl e on t he pa
behalf.
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Liverwise Program Victoria Integratedhepatitis CService(9)
The key aim of the Liverwise Program is to increase the number of Victorians successfully
completing antiviral treatment. Strategies include:

1 Specialty Programs: Algmal people, prisoners, young people, CALD

1 Pretreatment assessment and education of clients with chrdw@patitis Cvirus (HCV)
infection

1 Service coordination and consultation between clients, Specialist Physician and GP during
pre-treatment assessmentreatment of chronic HCV infection and pastatment phase

1 Case management of clinically indicated clients

1 Consultation with, and education of, GPs and Practice Nurses regarditigcatment
assessment, treatment monitoring and paseatment care of bents with chronic HCV
infection.

See the following link for further informatiottp://www.lchs.com.au/servicanfo.html?sid=91

Royal Melbourne Hospital & Victorian Infectious Diseasesv8® Shared Care prografi0)
The aims of the shared cahepatitis Qorogram in Victoria are:

1 GPs benefit from active participation in treating a patient wigpatitis Cand being
involved fom referral right through to the final outcome

Improving the likelihood of good clinical outcomes
Reducing the frequency of visits to the Royal Melbourne Hospital

Reducing travel costs for patients

= =2 =2 =2

Reducing interruption to patients’ l i ves.

New South Wale Hepatitis CShared Care Program Model of Cdfd)
Following the cessation and &ihevaluation of the New South &és/Australian Capital Territory

HCV Community Prescribing Pilot in 2007, an ongoing program of shared canedeesed by the
Highly Specialised Drugs Working Party. Under this program, accredited medical practitioners may
prescribehepatitis Gdrug treatment for maintenance therapy in a shared care arrangement
following initiation of therapy by a specialist assted withan authorisedpublic health service

hepatitis CTreatment Centre.

Key features of the program are:

1 A specialist associated with an authorised public health sehapatitis CTreatment
Centre must initiate treatment

9 Dispensing of HSD s100 thpy must be from a public hospital pharmacy
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1 This model is intended to provide safe but also flexible access to care in a wide range of
primary care settings. It incorporates a highly developed training and certification
component to ensure care is providég suitably trained medical practitioners

1 Under this model, patients can have the majority of treatment and monitoring completed
by their accredited community prescriber. As visits to tiepatitis Ctreatment service are

reduced, in rural areas this caesult in reduced travel costs and travel times for the
patient.
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