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EXECUTIVE SUMMARY

The typical journey with cancer is characterisedbmplexity. Despite this
complexity, cancer service provision should incltideely diagnosis, adequate
information, appropriate treatment, seamless iptefessional communication, pro-
active support and exemplary palliative and terintaae. Worldwide, rural cancer
care is acknowledged to be challenging as caneatntient can often only be
delivered in tertiary hospital cancer or oncologyttes requiring travel and
dislocation from home.

The West Coast District Health Board staff, Car®eciety West Coast Centre, and
the Buller West Coast Home Hospice Trust, togethtr primary health care
providers and Christchurch Hospital oncology staffrently work together to
provide cancer care to the people living with cammeethe West Coast, New Zealand.
Their overriding concern is to provide the bestgiae care for people with cancer
living in the region. To do this, they wished t@aeine the overall cancer journey
more closely and in particular to understand thepetive of Maori with cancer
living on the West Coast. As a result, a reseprofect was commissioned by the
West Coast District Health Board, Cancer Societyst/@oast Centre, Buller West
Coast Home Hospice Trust, and has been fundedeb@aincer Control Strategy
Implementation Fund.

One possible way to look at the experience of pewjfth cancer on the West Coast is
to gain the perspectives of as many people aslgedbiat contribute to the journey.
This research project has attempted to do thisiteyviewing health and social
services professionals, people with cancer and tamiily/whanau, and by surveying
all those currently known to have cancer on thet\Wesst.

The resulting report aims to provide a snapshat @dmplex interplay of diagnosis,
treatment, support, and palliative care in provgdanservice for people with cancer.
It presents an overview of the journey of peopléhwancer living on the West Coast
from a variety of perspectives. Those interviewetieve the journey of people with
cancer on the West Coast is currently charactebgednumber of factors:

= Living with cancer in a rural and remote area impamn the journey with cancer

= The health care environment has unique aspectsicydarly in terms of the
provision of primary health care and after-houn®ca

= Travelling for treatment and health care acts haraer and can alter choices for
treatment and care

= There are specific informational needs

= QOrganisation and current co-ordination of carenstéd by geographical distance
and human resources, and as a result, there atiplensinall delays

= Support agencies are limited

= Maori with cancer on the West Coast face particcibeallenges

Consideration has been given as to possible cleistats and components of an
improved rural cancer service. These include: al/eystem characteristics; those
that affect all people who have cancer; those whftdct people with palliative care
needs; those which affect those who require cheenagly treatment in Christchurch;
and, those particular to M&ori with cancer.

A model of cancer care is proposed which incormx#tese characteristics.



GLOSSARY

Cancer or Oncology Centre A cancer treatment or oncology centre based in a
tertiary NZ hospital. The centre treats patients Wwlood disorders and/or cancer and
usually includes the three specialities of medicalology, radiation oncology and
clinical haematology.

Chemotherapy. The use of drugs to destroy or control the groeftbancer.

Graseby pump Equipment used to deliver pain relieving and pthedication to
people with pain and other symptoms.

Haematologist A doctor who specialises in diagnosing and treghlood disorders.

Home care Paid or unpaid assistance provided to a perstmawthronic disability
or illness, living in the community.

Hui: A meeting, gathering, for purposes of discussim'@r celebration.

Oncologist A physician who specializes in treating canaeeluding surgical
oncologist, radiation oncologist, and medical ongait.

Panui: an announcement or advertisement.

Palliative Care: Palliative care is an approach that improvegjtinadity of life of
patients and their families facing the problem agged with life-threatening iliness,
through the prevention and relief of suffering bgans of early identification and
impeccable assessment and treatment of pain aed mibblems, physical,
psychosocial and spiritual. Palliative care:
= provides relief from pain and other distressing pioms;
= affirms life and regards dying as a normal process;
* intends neither to hasten or postpone death;
» integrates the psychological and spiritual aspefcpatient care;
= offers a support system to help patients live éiselg as possible until death;
= offers a support system to help the family copenduthe patient’s illness and
in their own bereavement;
= uses ateam approach to address the needs oftpatnehtheir families,
including bereavement counselling, if indicated,;
= will enhance quality of life, and may also positiwvafluence the course of
illness;
= s applicable early in the course of iliness, imjooction with other therapies
that are intended to prolong life, such as chenratheor radiation therapy,
and includes those investigations needed to betigerstand and manage
distressing clinical complicatiohs

Primary Health Care: Locally available health care that is providedablyealth care
professional at the first contact of a patient witthe health care system. It
compromises a number of services from screenindig@ase through to diagnosis



and treatment and is provided by a variety of d#ifé community based health
professionals and support workers.

Radiotherapy: The use of high-energy radiation to kill canceltxand shrink
tumours. Radiation may come from a machine outsiddody, or it may come from
radioactive material placed in the body near canebs

Terminal care: Care when approaching death.



INTRODUCTION

Internationally and nationally, maintaining the hieaf rural populations is
recognised to pose particular challenges, partigula utilising service models that
promote access, yet wisely using the skills ofseaumbers of health professionals.
Taking into account the needs of the rural popaoitatn relation to risk and treatment
of cancer poses notable issues due to the signifregources required to provide
high quality screening, diagnosis, treatment (oftetertiary services) and palliative
care services. Itis also important to recogrtise tancer care is episodic by nature.
However, there is a need to provide a consistemicgeover a protracted period of
time, with an increasing amount of this servicengaiiven in the community

The West Coast District Health Board (WCDHB) initletrategic plan released in
2002, noted mortality rates from cancer for bottokand non-Maori were higher on
the West Coast than national rates, particulamyrfales. They also stated that
palliative care services required improvenient

With the release of funds through the Cancer Coftiiategy Implementation Fund
in 2005, the WCDHB in partnership with the Cancecig8ty West Coast Centre and
the Buller West Coast Home Hospice Trust soughtliftmto more closely examine
the needs and experiences of both health professicaring for people with cancer
and people with cancer and their families/whan&lere was to be a particular
emphasis on those with cancer who identify as Maohis information would be
valuable for all three organisations in future sa\planning and possible
reconfiguration. The information would also be éigrial for the Cancer Control
Council of New Zealand to forward their mapping\##w Zealand cancer patients’
journeys and clinical pathways. As a result, @aesh project with both qualitative
and quantitative elements was initiated in earl§&0The key objectives of the
research project were:

1. To describe the journey experienced by West Cahgdtsawith cancer from
diagnosis, through to survivorship or palliativeeca

2. To determine if the journey is significantly diféart for Maori as compared to non-
Maori.

3. To discover what current human and information ueses Maori and non-Maori
with cancer identify as useful to them and sugg#stnative options.

4. To inform the three project sponsor organisationhe future design of respective
cancer services maximising their focus on patiests in order to improve
outcomes and experiences.

A selective review of the international and natiditarature in relation to rural
cancer care was undertaken to inform the scopeegbitoject (see appendix A). In
brief, the key issues raised in the literatureeemivere:

= Despite it being internationally recognised thattinealth is generally poorer than
urban health and one in four New Zealanders livairal settings, there is no
defined New Zealand rural health policy.

= Rural New Zealand is characterised by small isdlareas with significant travel
times to local towns. On average, rural New Zedlaas higher levels of



deprivation, higher proportions of Maori, more semt or seasonal workers,
higher numbers working on the land or in heavy labtower educational levels,
older populations, and reduced access to privapellolic transport. Both males
and females on the West Coast have a lower lifeegpcy compared to the New
Zealand average.

» There is a generalised (but untested) assumptairthib rural lifestyle is
emotionally protective and that rural people areerself-reliant and self-sufficient
and as a result may generally delay seeking assss{@gncluding health care).

»= Primary health care is recognised to be a pivataleoint for cancer services.
However, primary health care and General PracetigGP) services in NZ rural
areas are generally more limited with a high tuveraf staff.

» Internationally, a number of different models o&hle care/social service support
have been trialled. Some of these have focusguanding cancer care in the
rural community.

» Health wise, internationally rural people have kigtates of injury, diabetes,
cardiovascular disease, mental health issues, @lcohsumption, and smoking. It
appears there are higher cancer mortality rateakehew Zealand West Coast.

» Having to travel medium or long distances is recsgphinternationally to be one
of the most significant barriers to accessing pnéateve, diagnostic, and treatment
health care. Population based cancer care reqapm®priate access to
preventative care/screening, diagnosis, treatnmehpalliative care. Often
treatment must occur in a tertiary centre, somestravelling distance away.
Travel time to access health care impacts on tleetatl person’s ability to
undertake paid or unpaid work or their home residlitges, affects caregivers
who may wish, or be required to, accompany thectdtéperson, creates additional
costs for petrol and accommodation, and creatdatiso and adverse emotional
effects. Rural people are known to (sometimes @@y alter their treatment
choices as a result of considering the impactadeiting for health care. On top of
these barriers, there is an additional burdentfoseé living in deprived
circumstances.

= Some countries have comprehensive financial anohatodation support
packages. New Zealand has a system of travetewsineration via the Ministry
of Health and there are various local arrangementsupported accommodation
(usually undertaken by the Cancer Society), buallgonly for those on
Community Services Card or High User Health Caithe Cancer Society West
Coast Centre aims to assist both those who haver@mity Services Card or
High User Health Card and those who do not.

» Internationally, it is known that rural people rexteg cancer treatment and their
carers have higher levels of unmet need, oftenrarsupport for travel and
transport, personal care, household needs and@mbsupport. This may be
particularly so when palliative care support isuieed.

= Additional disadvantages are known to exist foarpeople of particular ethnic
groups, including increased barriers regardingairagvansport and paying for

& The Community Services Card is also known as the Health Card, Exemption Card or Discount Card. The purpose
of the card is to help families on low to modest incomes to pay for their GP visits and prescriptions. Any family whose
gross income falls under the income thresholds set out by the Ministry of Social Development.
http://www.moh.govt.nz/moh.nsf/iwpg_Index/About-Community+Services+Card

The High Use Health Care (HUHC) card gives the cardholder a higher subsidy on visits to the doctor and prescription
charges. There is no income testing. The purpose of the card is to help people who do not have a Community
Services Card but who face high GP and prescription costs because they have ongoing health problems that mean
they visit the doctor often. http://www.moh.govt.nz/moh.nsf/iwpg_Index/About-High+Use+Health+Card




accommodation. Supported accommodation (such gisgta hostel-type settings
while having out-patient treatment) may not be peed to be appropriate or
welcoming, neither may hospital or in-patient haspunits.

This study aims to explore the experiences of betilth professionals caring for
people living with cancer and their families, ahd experiences of individuals at
various stages of cancer and their families, withdpecific intent of exploring the
needs of those identifying as Méori. The reposdtiactured to separately report the
results of the health professional focus groupividdal interviews; survey data; and,
hui data. All data will be brought together in thiscussion and inform the final
section in which the characteristics of an ideak¥&oast cancer service will be
identified.



CONTEXT

The West Coast of the South Island is charactebgats individual geography,
climate, history and culture. The area is bordéngethe towering Southern Alps on
one side and the Tasman Sea on the other. Thdlehtite area from Karamea in the
north to Haast in the south is approximately thaesas that from Auckland to
Wellington (see Figure Ore)

Figure One: Map of West Coast superimposed onto Ndr Island
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The West Coast area covers 8.5% of New Zealantiksleomnd mass but is occupied
by only 0.8% of the country’s population and thiife is projected to declifieThe
region has the lowest proportion of Maori (lesstth@% compared to the national
average of 15%), however, the Maori populatiorredcted to grow over the next
ten years to 14.4%, and the M&ori population ol five years is expected to grow
by 64.3% in the same time perfodThe region has a very small Pacific population

The West Coast is a region of significant disadagetby virtue not only of its
rurality and isolation but by its low socio-econamstatus. Of the three Territorial
Local Authorities that make up the West Coast @uiGrey and Westland), the
Buller district consistently has the highest lesetleprivation with South Westland
being the least socio-economically deprived butniost disadvantaged in terms of
geographical isolatidn



Compared to the rest of New Zealand, the overbtiaalse mortality rate is
significantly higher on the West Coast. Small nensthinder confident
interpretation, however, there appears to be aistems$ pattern that suggests the
mortality rate from cancer may be higher on the MZamst than national rates for the
population overall — this is true for both M&oridamon-Maori, and for malés

Health services are provided at the base hosfitaly Base Hospital in Greymouth,
at Buller Hospital in Westport, at the hospitaRaefton, at nine general practices,
and a number of health centres and rural cliniosraat the region. Retention of
health professionals in the area is a significssi®. The West Coast has one of the
lowest ratios of GPs in the counttyesulting in poor continuity of care and long
waiting lists for non-urgent appointments. Thegtrent turn over of GPs also
prohibits the development of long-term relationstigtween GPs and pati€hts
There is one Maori health care provider organisatidRkata Te Awhina — on the West
Coast. Access to health care services is notbd toparticular issue for those living
in the more rural areas without a car due to thk &d a public transport network on
the West Coadt Access to care becomes particularly expensivenemy West
Coasters when the extra travel costs of gettirtbeayeneral practice or a secondary
care centre are taken into consideration.

Table One below illustrates travel times from vas®est Coast Centres to Grey
Base Hospital.

Table One: Travel times by road (one way) from vaiwus West Coast centres to Grey
Base Hospital

Location Time by road one way
Haast 5 hours
Fox 3 hours
Franz Josef 2 % hours
Whataroa 2 hours
Hari Hari 1 % hours
Ross 1 hour
Hokitika 30 minutes
Runanga 10 minutes
Blackball 30 minutes
Reefton 1 hour
Punakaiki 40 minutes
Westport 1 % hours
Granity 2 hours
Karamea 3 hours

Three organisations on the West Coast have prinegponsibility for delivering care
to people living with cancer and their families/walaéi. Each organisation provides a
different range of services.

The WCDHB provides a range of primary and secondarg services, including in-
patient beds for treatment and management of aglesents, community palliative
care nursing, specialist oncology outpatient cinchemotherapy, community
oncology and palliative care liaison services @thihd adult), home based support
services, and travel and accommodation assistanaaid 2002, the WCDHB
appointed an oncology nurse specialist in a faleticapacity and in early 2004 a



palliative care specialist was appointed in a @&itpn. There is a local
understanding that there are three DHB facilityigie care beds available on the
Coast, one in each of the following centres, GraytmoWestport and Reefton. These
beds are not defined palliative care beds or furadeslich and are beds in single
rooms that can be used for people who are at tti@life.

The Cancer Society West Coast Centre provides reseand information about
cancer, psychosocial aethotional support, welfare, financial advice, addacacy
services to people with cancer and their familiésimau at all stages of the cancer
journey.

The Buller West Coast Home Hospice Trust providggpsrt and advice to people
living with cancer in the palliative stage and tiHfamilies/whanau through a variety
of services. These include:

= Financial support for services outside those alkléhrough state funding
streams

= Financial support to health professionals to rexéigining and education in
palliative care

= Loan of specialised equipment to allow people wdhcer to remain in their own
homes

= Patient advocacy



CANCER CARE IN NEW ZEALAND

Although there is no typical journey for peopleNew Zealand who have been
diagnosed with cancer, there are some common eterdepending on the treatment
modality. An overview is given below with accomparg commentary on how the
typical West Coast journey alters because of looati

In New Zealand, treatment modalities for cancewnareed, both single or multiple
modalities. They generally include surgery, radigtchemotherapy, hormones, and
combinations thereof. Treatment intent can betuaar palliative. A
multidisciplinary team of health professionalsasagnised as essential in supporting
people with cancer.

Those undergoing surgery for treatment of canamive treatment in secondary or
tertiary New Zealand hospitals. After surgeryytBtay in hospital for variable
lengths of time and are discharged into the cateefGP. They may also have
district nurse care. If surgery is palliative,aeél for palliative care through a
hospital palliative care team or a local hospia®ise can occur.

On the West Coast, people may have surgery for bamceurological cancers (or
other cancer surgery of a minor nature) at GreyeB4aspital but the majority of
surgery is undertaken at Christchurch Hospitale $hortest road trip from the West
Coast is a three and a half to four hour road(tige way) via Arthur’'s Pass to
Christchurch. The journey may be significantlydenfor those living further north
or south of either Greymouth or Hokitika (see Tablee). For those travelling on the
shuttle bus the journey takes approximately fivaredo reach Christchurch. If
convalescence is required, this is provided at G@se Hospital. After surgery,
either at Grey Base or Christchurch Hospital, pe@pé typically discharged into the
care of the GP or district/neighbourhood or ruraise.

Medical supplies and/or appliances for colostoragtomy and so on are provided
by WCDHB but need to be collected from Grey Basspital. There are five
community pharmacies: one in Westport, one in Hikdjtand three in Greymouth.
One of the Greymouth pharmacies also operatesa deReefton. (There is one
hospital pharmacy at Grey Base Hospital). In enghareas, if pharmacy items are
required, a trip is called for to collect itemstloey can be ordered and dispatched on
one of the tour buses with an additional paymeutired. If a person acquires a bad
debt at a pharmacy, generally their ability to ecllprescribed medication is limited
until the debt is paid; this can also occur in gahpractice.

Surgical outpatient clinics, including clinics fibrose who have received surgery at
Christchurch Hospital, are run at Grey Base Hobpitt local and visiting surgeons.
Even so, people living on the far margins of tha§t@re required to undertake a
round trip of up to eight hours. Some people hauweturn to Christchurch for
follow-up.

New Zealand-wide, those with particular malignaaciey be offered radiotherapy as
a primary, adjuvant, or palliative treatment. Gms of radiotherapy may vary from



one (usually palliative) treatment to daily treatitse(Monday to Friday). A course
of treatments can last 6 weeks and sometimes longer

West Coast people can only receive radiothera@hastchurch Hospital. Those
having one treatment may undergo this as a day-taipninimum of seven hours
travelling time. Those who are having longer cearsf treatment tend to stay in
Christchurch at Davidson House, in a local motelyibh a relative or friend. The
Cancer Society West Coast Centre claims the accaatiom allowance from the
Ministry of Health for those people staying at Dison House or a motel and who
have a community service card; this relieves irtlimis of more form filling and the
monies then go to the Cancer Society West Coadtr€efmhe Cancer Society West
Coast Centre directly funds people without a comitgigervice card who stay at
Davidson House. People receiving ongoing radiajinesometimes choose to return
to the West Coast in the weekends. Depending@sité of the radiotherapy, side
effects may include skin reactions, nausea, vomitinarrhoea, sore mouth, lack of
appetite, loss of hair, and fatigue; however, spe@ple have no side effects. Side
effects from radiotherapy are generally consideéodok less severe than those from
chemotherapy. Outpatient clinics for those haveagived radiotherapy are
conducted at Grey Base Hospital by a visiting ramiieoncologist.

Those with certain malignancies may be offered atharapy as a primary, adjuvant,
or palliative treatment. Chemotherapy is mostdestly being given as a curative-
intent treatment, however, there is an internatitnead to give chemotherapy later in
the course of malignant disease into the palligtivase to alleviate symptoms,
enhance quality of life, and increase longevityhef@otherapy is given as intravenous
medication or in oral form. Courses of intravenohiemotherapy vary enormously
and may be a single chemotherapy agent or multhenotherapy agent
combination, most commonly given on a three weeklhte, with 6 or more cycles.
Chemotherapy by nature has certain side effectsesre immediate such as nausea
and vomiting, whereas others occur at around stveam days after treatment when
white blood counts falls and the person becomeslabf developing a life
threatening infection. Other side effects hapjggerlin the course of treatment, such
as hair loss. Fatigue is common throughout theseoof treatment and most people
have at least one side effect from chemotheragpple having chemotherapy
typically describe their lives as substantiallyeedd throughout the course of
treatment; they become focused on the time frarhgeaycle including the
immediate, intermediate, and late side effectselbag getting ready for the next
treatment. In between courses of treatment, peplenonitored by health
professionals, including district nurses, oncolsggcialist nurses, medical
oncologists, and/or GPs. Blood tests may be reduduring the cycle of treatment.
Out-of-hours care and treatment is provided inldlcality.

West Coast people receive chemotherapy in Christbhidospital or at Grey Base
Hospital with around 50% receiving chemotherapgaath hospital (generally lower
doses or less aggressive treatments are giveregtEaise Hospital). Again, even
having a locally provided service can mean largediling times for those at the
north and south of the West Coast region. One fafraihemotherapy, for bowel
cancer, can be administered at Buller Hospital estport. Oral chemotherapy would
usually be dispensed and taken at home on the Q@éasit.



Similar to having radiotherapy, West Coast peopteiving intravenous
chemotherapy in Christchurch may have this as gd#gnt, again with a minimum
seven hours travelling time, while some may stayaspital overnight. Those who
are having longer courses of treatment may st&hmistchurch at Davidson House or
a local motel, or with a relative/friend. Despsignificant advances in anti nausea
medication, many people having chemotherapy hanesmmediate side effects
including extreme tiredness or nausea. Thereriabisty in the monitoring between
cycles of treatment with local oncology or distinetighbourhood/rural nurses
involved and remote advice obtained as necessamy tihe Christchurch Oncology
Centre. West Coast GPs are not usually activelgliad with people while they are
having chemotherapy treatment. If septicaemiascasi a consequence of low white
blood cell count, people may be treated by physge Grey Base Hospital or
referred back to Christchurch Hospital. Thereadarmal face-to-face, out-of-hours
care or treatment available locally. People axdsad to contact ‘HealthlinBor ring
Christchurch Hospital Ward 27 if they have beernvged with the 0800 number, or
report to Accident and Emergency at Grey Base HalspOutpatient clinics are held
with visiting medical oncologists at Grey Base Htdthis may be with an
oncologist the person is not familiar with), howegve@metimes people may also have
to travel over to Christchurch for clinic attendanc

The trajectory of having cancer can also includeireng palliative care. In New
Zealand, palliative care is delivered in a varetyifferent ways, depending on the
availability and type (and fundifigof hospice services available in each regionis Th
results in variability of in-patient beds and/onwaunity services, the ability and
willingness of health professionals to refer tostservices, the ability of people to
self-refer, and the distance from services thataedlable. Palliative care services
need to be available over the twenty four hourqekas symptoms can occur at any
time and family members if involved, require sigrant support in order to care for
the person.

For those people where community support and iepabeds are available, and there
is a willingness of cancer treatment specialist @Rs to refer, the service can be
seamless. This can involve a package of care gedwvith a variety of input from
secondary care staff, staff from the local hospemrice including specialist palliative
care physicians, hospice nurses, and allied haaltkell as district nurses and GPs.

In other situations care can be fragmented.

On the West Coast the WCDHB District Nursing Ses\hiolds the contract to

provide community palliative care nursing servicése district nurses already know
many of the people with cancer requiring palliatbaee services because they have
provided care while these people were receivinyactancer treatment. Other
referrals are made by oncologists, general pranstis, practice nurses, and rural or
neighbourhood nurses. People can also self réffarperson with cancer requires
palliative care, district nurses undertake an assent of what the person and their
family may need and either provide the servicemteves or arrange for others to do
so. Unlike many other areas in New Zealand, tieen® funding available for

® Healthline is a free 24 hour phone health help-lin
¢ Local DHBs provide less than 50% of funding regdito provide a hospice service; the balance is
raised from local funds.



WCDHB funded home support services to assist thigich nurses by providing
personal hygiene and home care during the pakiatare phase.

There is a home hospice trust on the West Codst SErvice does not have in-
patient beds or community based staff but can geofunding for specialist or other
equipment that the hospital cannot provide. Atedtahere are three DHB
(informally designated) palliative care beds oneach of the three following
locations: Westport, Reefton and Greymouth. Tieee0.5 DHB funded palliative
care coordinator position for the whole of the W@stast. This position involves
assessment of need and coordination of the delofesgrvices largely through the
local district and rural nursing service. The dogg nurse specialist’s role also
includes palliative care coordination. GPs argéaially linked into this framework
of care but there is variability in involvementedple in the palliative care phase are
eligible for free GP visits if the GP applies foetpalliative care subsidy for them.
There is no formal after hours cover and similathtuse having chemotherapy, people
are advised to contact Healthline or ring Accidami Emergency at Grey Base
Hospital
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METHODS

In order to elicit a range of opinion about therjueys of people with cancer on the
West Coast, it was decided to use a mixed methgpi®ach to collect the data:

1. Focus groups would be undertaken with health pstdeals holding different
stakeholder perspectives in cancer treatment amedaral representing the care of
the West Coast population of approximately 30000

Individual interviews would be undertaken with pkowith cancer.

All those known to have cancer on the West Coasildvibe surveyed.

Hui would be undertaken with Maori living with offected by cancer.

Ethical approval to undertake the research wasradaddrom the Upper South B
Regional Ethics Committee.

ablrwn

Researchers from the Wellington School of Medi@nd Health Sciences were
chosen to partner in this research because ofrémarch interests in Maori and
cancer treatment (DC) and peoples’ experiencetofeaand palliative cancer
treatment (EMcK).

Focus groups are a validated qualitative methathtd collectiori’ and yield
information unlikely to be obtained through indivi interviews & Individual
interviews are an appropriate methodology to usietermine personal experience,
especially when the subject is of a sensitive ®atuFo ensure consistency, all
individual interviews would be undertaken by thensanterviewer. The focus group
discussion was to follow the standard focus growgrview process with key
guestions being asked by the interviewer who watldeh facilitate communication
between the group participants rather than betwreemterviewer and individuafs

1 The key aim was to derive data using languageuaderstandings common to the

group® 3

The individual interviews were to follow standaehs structured interview technique
14 using question zones to guide the interview dilising an iterative process of
adding free questions if the participants talkedwtladditional issues particular to
their personal experience or not explored in ofiievious interviews.

Table Two: Chronological table of data gathering tehniques
Data gathering techniques Remarks
Focus group with health professionals Semi structured, with participants from primary,

secondary, tertiary and non-government health
organisations

Face-to-face interviews In-depth, face-to-face , open-ended individual
interviews

Surveys Dichotomous responses with room for
comments

Hui Informal meetings utilising an interview
schedule

11



Focus group with health professionals

A focus group was used at the preliminary stagh@study to facilitate an
understanding of different health professionalsspectives and to inform the
generation of questioftsfor the interviews and survey. To frame the psmof the
focus group, a discussion guide was developed wdeskribed the purpose of the
meeting, set ground rules, and overviewed the guresto be asked. A moderator
and note taker were allocated. Invitations wereutated to those chosen to
participate. These included:

»= Oncologist

» Primary Care Practitioners

» Practice nurses

= District, neighbourhood and rural nurses

»= Oncology and palliative care nurse specialists
=  Community pharmacists

= Cancer Society West Coast Centre

= Buller West Coast Home Hospice Trust

The focus group was scheduled to allow one of tbiéing oncologists to participate,
and similarly a video link was arranged to enabimary care teams outside of the
Greymouth area to contribute. Two groups of headtdfessionals who interact with
people living with cancer and their families/wharmauthe West Coast were not
present at the focus group meeting (FDN arrangedetet with them at a later time
and venue convenient to them). The usual oncabogye on the Coast was also due
to leave for a sabbatical in the UK before the thegatofessional focus group hence a
meeting with her together with the manager of thec@r Society West Coast Centre
was arranged prior to the focus group. Followimgfocus group, the note taker
collated and summarised the notes and these wemectitulated to all present
allowing for immediate feedback and validation lod information.

Face-to-face interviews

Pragmatic considerations of the project limitedrihenber of participants to
approximately 20 with the proviso that if data sation was reached earlier, then the
sampling would cease. Each General Practice wdasadetter (see appendix B)
asking them to nominate five patients from theagpice who fitted the following
criteria:

= Adults (18 years +)

» English speaking and cognitively intact

= Diagnosed with cancer (except minor skin cancergjinvthe last five years
» Not in the imminently terminal phase

(If possible one of the five possible participantsninated was to identify as Maori).
This would give a possible sample population ofpébple. A poster was developed
that practices were asked to display in their wgitareas. The poster asked people
who were interested in taking part to give theimea to the receptionist who would
forward it to the study investigators. The Canceci&y West Coast Centre also
exhibited the poster in their rooms as they recemamy visitors who are living with

12



cancer. All potential participants were entered iah excel spread sheet with the
following variables documented:

= Gender

= Age

= Maori or non-Maori

» Address and phone number

= Decile

= General Practice setting

= Type of cancer

» Phase of cancer, active or palliative

= Centre of main treatment; Christchurch or Greymauttreatment incomplete
= Type of treatment

= Living in urban, rural, very rural, or of no fixedbode
= Use of complementary or alternative therapies

A sampling frame was then developed which was appate for the research
objectives. Variables considered within the frameze:

= Maori or non-Maori

= Below 40 years or over 40 years,

= Type of cancer

= Stage of cancer, active or palliative

= Male or female

= Urban dweller, rural dweller or very rural dweller
» Decile of domicile

From the potential participants nominated, twengyaninitially approached: eight
who fell into the active treatment group, sevethimpalliative care group and five
who identified as Maori. The manager of the CariBmiety West Coast Centre (a
person independent to the study) contacted eaemialtparticipant by phone and
asked, utilising a set script (see appendix Ghaf/ would be prepared to receive a
letter about the study and an invitation to take:.pH agreeable, a letter of
explanation regarding the study was sent to thémngawith a consent form (see
appendices D and E) and a prepaid reply envelogeessked to the manager of the
Cancer Society West Coast Centre. Only after sgpeinad agreed to participate and
returned this form did one of the investigators K§@ontact them to arrange a time
and venue for the interview. All M&ori participantere given the choice of having a
Maori support person present during the interviews.

Two interview schedules were developed: one foséha the active cancer treatment
group and the other for those in the palliativeeagoup (see appendices F and G).
The schedules were informed both by the eviderara the literature review and the
text data from the health professional focus grotipe interviews took place over a
three-week period and during this time the intesaeFDN undertook inter-interview
summarisation of the interviews and phone/emaliéctibn with EMcK and DC,
enabling consideration of early emergent themesra#odning changes to the
interview schedules.
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All interviews were audio-tape recorded and audizet were transcribed by trained
confidential bibliographers from the Buller WestaS8bHome Hospice Trust. Once
each transcript was returned to FDN it was sert aiit accompanying letter back to
participants for them to read and check; a rettamped addressed envelope was
included.

Tapes were copied and sent to researchers EMclO@na listen to prior to receipt
of the transcripts. All transcripts were copied &orwarded as well, allowing for
independent coding of themes; a procedure thdttédes the assessment of the
trustworthiness of the data analysis

A general inductive approach was taken to analyséext data allowing the
extensive and varied raw data to be condensedhanaess to emerge. Coding
categories were identified by project team groupsensus and each transcript was
reviewed and coded separately into broad subjeeisdry two members of the project
team (FDN and EMcK). Further coding and analystbiw these subject areas was
undertaken to identify themes.

The process of inductive analysis is illustrated able 3.

Table 3: The coding process in inductive analysis

Listening and | Identify Label the Reduce Create a mode
re-listening of | specific segments of | overlap and incorporating
audiotapes. segments of | information to | redundancy most important
Initial read information create among the categories
through of text categories categories
data

> ] > > >
Many pages of| Many 30-40 15-20 3-8 categories
text segments of | categories categories

text

Surveys

Two self administered survey tools were develojpeg: for people currently living
with cancer on the West Coast and who had not akeady been interviewed; and,
the other for relatives (see appendices H and ¢) add lost a loved one to cancer
within the last two years. The questions that fedrthe content of the survey were
either closed questions requiring Yes or No reseenar questions where participants
could tick multiple boxes. Each type of questiamsviollowed by space for comment
should people choose to offer these. Participaete also given the option of
contacting one of the researchers, FDN, and disayifise survey questions if they
preferred. Both surveys were tested for face itglidith a group convened by the
Cancer Society West Coast Centre prior to the maibnd amended accordingly.
Before the mail-out of the survey all participamesre sent a letter of invitation (see
appendix J) explaining why the survey was beingeutatken and offered the ability to
opt out of the survey by contacting the managehefCancer Society West Coast
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Centre. Survey responses were entered into ansAdzabase. Analysis of the
guantitative survey data was undertaken using Ep{lersion 6) to generate
frequencies and percentages. Written responsesag#ated, analysed and coded in
the same manner outlined above for the interviewdtripts.

Hui

Three hui were planned, one in each of the thnegaeal areas of the West Coast:
the Buller, Grey District, and Westland. The plisugnof these hui was undertaken in
collaboration with two nominated M&aori represeasi The representatives were
nominated by Tatau Pounamu (the Maori advisory cidteento WCDHB). Pénui
(fliers) were designed and circulated to Maori migations and key Maori
individuals in the towns where the three hui weréé held. An interview schedule
for the three hui was developed based on the taatfdom the focus group and
individual interviews and the literature. A moderaand note taker were assigned.
Following the hui, the notes were collated and sethe two M&ori representatives
who were present at all hui to consider and giegllback.
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RESULTS

Health professionals focus group meetings

Thirty two people attended focus group meetingiigiag one visiting oncologist,
two oncology nurse specialists, nine GPs, threenconity pharmacists, eleven
nurses from a variety of areas including distmetighbourhood, rural, and practice
based, five representatives from the West CoastiNd@éovider, and a representative
from both the Buller West Coast Home Hospice Tamst the Cancer Society West
Coast Centre (note not all of these attended the maeting but were from the other
meetings).

Face-to-face interviews

Seventy people were either nominated by their gemeactice or volunteered to take
part in the face-to-face interviews. Using the glng frame described earlier, nine
people in the active phase of their cancer treatntem in the palliative care phase,
and five Mé&ori either in the active or palliativare stage, were initially approached to
take part in the interviews. One person in thevaagroup declined, two in the
palliative care group died and one declined; teas no response received from one
of the selected potential M&ori participants.

Nineteen people with cancer including those reogictive or palliative care were
interviewed in their homes. Some interviewed &lad partners or family members
present and some who identified as M&ori had a@tperson or whanau present.

Interviews included 11 people in the active phask&people in the palliative care
phase. Seven were male and 12 female; 4 were M&Adri5 non-Maori; 4 were
under 40 years of age and 15 over. Ten lived iaraan location, 6 in a rural
location, and 3 lived very rurally. Four intervieas lived in deprivation deciles 1-5
and the remainder in deciles 6-10. Interview pgréints had a range of cancer types
including breast (5), bowel (5), prostate (2), Ihy renal (1), leukaemia (1), throat
(1) and other (3).

Interviews were semi structured using one of tweriiew schedules depending on
the participant’s treatment phase. Conversatiomwdver, was not limited to these
guestions and people talked often at length ofersatif concern to them.
Interviewing people with (or families who have expaced) cancer is recognised to
be emotionally intense. Many of those who wereriiewed recounted experiences,
which provoked emotion, and time was needed tocegghese issues with
sensitivity. Some people and family expressedrtezview process as having been
important in allowing them to reflect on these eigreces.

The surveys

Forty-four people were sent invitations to taket pathe cancer survey and twenty-
six to be part of the relative’s survey. All thoseited to be part of the cancer survey
agreed to take part; two people declined to begddhe relative’s survey. The
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survey was closed to responses after three wdetss decided not to send out a
prompt for responses at the end of week two dwetements that had been received
in some of the survey responses indicating thatllieg the events had been
emotionally painful. There was a 64% responséeocancer survey and a 50%
response to the relative’s survey. There wereiptelvritten comments included in
the responses, some of considerable length.

The hui

Three hui took place, in Hokitika, Greymouth andstpert. Attendance at each hui
was twelve, eleven and ten respectively.
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FINDINGS

This section summarises the findings from the imbgrviews, surveys and focus
groups. The project aimed to identify the range>gderiences and viewpoints of
those with cancer and their family/whanau as welh@se involved in the provision
of support and care across the cancer continuanterins of the findings, there were
issues and experiences that were common acrod#férent groups and individuals
involved, while others were more relevant for cerfzeople or at particular times of
the cancer journey.

Discussion at the hui corroborated the themeshiadtemerged from the face-to-face
interviews. Hui attendees expanded the dialogua mummber of key issues identified
in the individual interviews. The surveys of thagéh cancer (past or present) and
relatives who had lost a loved one to cancer alsadsed on the key issues that had
been identified from the in-depth interviews.

People with cancer and their families were awaa¢ ttie overall intention of the
project was to improve the journey for those follegvthem and thought carefully
about measures that would assist others. As wealkacribing positive things, many
of the things they discussed as being problematicexcognised to be difficult for
people with cancer whether or not they live in khgedtings. In this section, issues
that are known to often affect people with canagrdse additionally influenced by
distance and rurality have been given a partidoleus.

The results are organised under the main themearbse from the hui, interview
surveys and health professional focus groups. findeags from the interviews and
hui are reported first, followed by the survey fimgs and then findings from the
health professionals.

Findings from in-depth interviews and hui

Support for those with cancer and their family/whan

People with cancer and families interviewed fredlyeshescribed some very
supportive actions by several different groupsexe that enabled them to travel
the cancer journey with more fortitudeThis included support from spouses and
partners, family/wh&nau, and the community, as a®lirom particular agencies or
organisations, and from health professionals.

Support from spouses, partners, family/wh&nau, theommunity, and others who
had walked the same road

While it is not unique to those living in a rurakthtion, receiving suppoirtom
spouses, partners, and family/whé&nau was highlyedhaby those interviewed.

4 Text data is used to illustrate the themes idietifrom the interview: (A) refers to people with
cancer receiving Active treatment, and (P) refensdople with cancer receiving Palliative care.
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“He (husband) was very good to me while | was sitéw he coped with me that way, |
don't’ know, but he did” (2A)

“...my mother and father have become very active yrifa again...” (1A)
“Well my family, they're very supportive, of coursgP)

“...I might be in there (visiting parents) with dadss and have a talk to them, but |
come out with light, you know” (9A)

“I've had great support from my family and my frahand my workmates” (4P)

Perhaps more than in urban areas, the actionsalfdommunity and friends were
recognised as being noteworthy. One sole parearided how both the school and
the local church supported her when she becamsettend member of her family to
be treated for cancer.

“...the church have been really good,...when * got d@sgd they started sending over
things, a box of cheer up stuff, like toys and soaipd little gifts,...another thing the
church did they sent around people with preparealsrend popped them into the freezer
and that’s been really handy; ...and the school amederful...they have given us petrol
vouchers and New World vouchers...the community’sijast great” (1A)

“Oh the best things that have happened are the evaridriendships because um you
just discover that friends have hearts of gold thieg want to be there for you and that's
been the amazing part of it” (8A)

The benefit of talking to someone else who had @awas a powerful theme in the
interviews.

“And the thing that you're associated with peopighvgimilar problems that you can sit
and talk to them about it and | think it helpsatktto another person” (1P)

“You pick up a lot of tips from other patients; ygat to know because they've been
through the mill; discussion among patients | thmk good idea” (4A)

“...she (a friend) rings me regularly, “How're yooigg?” What's happening?”...so we
have this phone thing going on...” (1A)

Support from the Cancer Society West Coast Centre

The work of the Cancer Society West Coast Centth locally and in Christchurch
via Davidson House, as well as the volunteer ‘davihey provide, was highly
valued by many interviewed.

“If I have been stuck for money the Cancer Sociatylheen good ... would give me the
petrol vouchers because there has been the odd hiene been stuck” (8P)

“... feel they were there all the time, | feel readlypported...” (1A)

“... its a marvellous facility, Davidson House” (1P)

“... we stayed at Davidson House. They were veryncgri2A)

“The drivers that came to get us every day weveliopeople” (2A)

“...and Cancer Society manager she would pop in. gsthéne wood and that” (10A)

When Davidson House is full, people are fundeddy at a local motel close to the
hospital if possible. People said they felt trepiived them of the psychosocial
support that people experienced by staying at BavidHouse (both people with
cancer and their carers).

“And you get to know people in their situationsdaou and you do make good
contacts” (2A)
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Supportive care of the visiting oncologists, oncofy nurses and the district
nurses

People specifically mentioned certain health praifasals and groups of health
professionals whom they clearly valued for thepuhalong the journey.

“He (the oncologist) was brilliant, he was alwaysight up and down he would always
give his answer” (2P)

“She’s very, very nice, caring oncology nurse” (2A)

“She (the oncology nurse) was great; she expla@vedything, she was a great help to
me anyhow and she’d experienced life out on ther fand she was a marvellous girl...it
was a wonderful thing that she did, she told metwhaxpect...” (6A)

“...the district nurses and | think they do a bloadgrvellous job...” (9A)

“The district nurses have been very good as wélkylcome and sit and talk and | think
that’s the best help you can have, is to talk abdb(@A)

Perception of care and support given by health andocial care professionals
Individual health professionals and their actiorsevdescribed warmly by most
participants:

“..the district nurses and | think they do a bloadgrvellous job and they, they're
switched people on and yeah.... | just been helpechsw®nsely, even ah, even | would
say without them realising it, emotionally and gpally by them and physically” (9A)

However, the overall health professional and sa®alice system (Work and
Incomé) was not perceived by people with cancer or tfagnilies to meet their
needs. This ranged in extent from some feelindlyotasupported: I'got to be
honest | really didn’t get it (support) from anywe..” (10A), to others who
described receiving support from one service arndrom another.

In the following excerpt a young man having acteacer treatment spoke at length
of having to stop employment because he was illaadubsequent experience with
Work and Income in not being able to access a lddondeed his family or to provide
them adequate warm shelter. As a result he said:

“I've lost faith in the whole bloody system antekl that even my dignity has been shat
on. And | am quite angry about it — I've fallenand out of depression, get really
anxious about providing for my sons...” ..."...it's bet)e most undignifying

experience I've ever had.....I just felt as if | waalking around as an empty shell of a

man...Days got so bloody dark,...and it would just permgater whole being” @A)

Issues with Work and Income were also raised ahtihand support from them was
generally not considered to be satisfactory:

“You would think it is coming out of their own poeK.

“They stick to the box, they don't use discretid@rall comes back to inexperienced case
workers...”

¢ A service of the Ministry of Social Developmentiah provides financial benefits and employment
assistance. Participants tended to refer to Wotdkliacome as WINZ.
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Hui participants remarked that Work and Incomef s¢aftheir prejudices show and
because the three main centres on the Coast egkaiively small towns, some
members of staff may have personal issues withlpebpt influenced the level of
support given. Another observation offered was ple@ple with low literacy are
perceived to receive a poorer service from Work lacdme.

Support in general for spouses/partners and fawhighau did not appear to be either
recognised as important or addressed by any hexattbcial service professionals on
the West Coast. Usually this kind of support isvted through primary care,
however this link was very shaky and people eittoersulted irregularly or if they did
consult, were likely to see a new face.

“I don't know that they've (the partner) been sugpd at all” (8A)
“The support person does need help” (2P)

“She wouldn’t have had any (support). No, she woltlldave had any. Initially she was
fairly devastated about it all ... and we don't talbout it all that much... apart from
when | am having a bad day. (She talks to the teky door) they talk a lot together a
lot, but what they talk about um, | don’t know” (jLP

A perceived lack of a holistic focus from healtlof@ssionals was also seen as an
issue by hui participants.

“GPs just want to give everyone a pill and see theawe the room, there is no focus on
caring for the “whole” person, just the tumour”.

When there are sole practices in a town, eitherrpheies or general practices, this
limits choice and hui participants spoke of incameaces if you fall out with a sole
provider, as accessing care becomes more diftfadtcosts increase. The journey
with cancer was described aslang and lonely journey, a journey you discover
yourself.

Communication issues

People with cancer and their families noted thigotifve communication during the
cancer journey was an essential factor and paatiguso when they are required to
travel a long way to see the specialist. The unsvs highlighted a variety of
communication issues at different points alongcuecer journey.

Firstly, having adequate time with doctors wasssué for many people. People
generally (or some people) felt as if the doct@Bs and specialists were working to
the clock. In the following excerpt a patient head/elled from Ross to Christchurch
(a round trip of 8 hours) to wait for an hour ankladf to see his specialist for a 5-
minute follow-up.

“I had to wait an hour and three quarters.....anés$ weally disappointed that he
couldn’t spend a bit more time with me and | thayigfpeez man all that way for five
minutes” (9A)
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The patient later in the interview makes it cldettdespite this experience, he was
very appreciative of the specialist and felt welted for, feeling that on this occasion
both parties were frustrated by time limitations.

People with cancer noted that geographical distappeared to alter the quality of
communication between Christchurch specialists\&edt Coast GPs, and between
specialists: There doesn’t seem to be a lot of co-ordinationvieen the specialists
and the GP% as well as issues between specialistach of them will say something
to me, but they don’'t seem to say it to each othgou know what | me&(8P).

Communication interfaces between the different hakpervices and support centres
involved in the cancer patient’s journey were apem for a number of people with
cancer. In the following excerpt, a young familighna very sick child with a cancer
diagnosis had been instructed to urgently traed dlay from Greymouth to
Christchurch (a three and a half hour trip) ang tgived late at night to be admitted
to Christchurch Hospital. Apparently no assistamae been given by health
professionals to help them travel to Christchuré¥hen they arrived at Christchurch
Hospital late at night they had not been able o gegent admission, either because
instructions on how to be urgently admitted hadbe#n given/understood or
Christchurch Hospital admissions were unprepared.

“...the admitting clerk said no they won't take ydutlzis time of night, we got there
about nine thirty at night. We tried three timegét into the ward and got turned down”.
“...we went to the Ronald McDonald house and by tini® it was ten twenty...and the
guy that was waiting for us was really grumpy....&saa horrible experience because we
had just found that our daughter had (an acute adogical disorder)...the hospital
didn’t take us, and the guy at the Ronald McDorteldse- well he took us up in the lift
and they put us in this cold dark room and shutit@r on us”. “The hospital rang us in
the morning and they had been waiting all nightusiand they said “where are you?”
(1A)

At the hui, people also noted that it was frustigitio have to keep repeating their
story to multiple health and social care professi®n This is related to the interface
issues discussed further below.

Because of the distances involved, health inforomaiticluding diagnoses are not
always given face-to-face. The method, timing amdienof communication were
upsetting for some people.

“...and this is one of the few things that | haveralglem with, with the whole cancer
thing is communication...my GP rang and she said elvevgot your bone scan results,
it's in your back, it's in your ribs, it's in youhips, and it doesn’t mean to say that you're
going to die this year, next year or within fiveaye. And | thought that was
disgusting...they shouldn’t do it over the phone likat...” (1P)

“...an older doctor came through with attendants famdaid “of course you'll have to
have chemotherapy” and that was the first inklimgd that | had cancer. To me it was a
terrible way to let anyone know that they had cah(@A)

Hui participants talked about taking a support peralong with you as essential. One
person relayed an experience of a person who haadl @GP if she could have a
friend to support her during the consultation Ihig tvas refused because the GP said
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there was only a short time available for the appoeéent. Similarly, a comment was
made about people being given the diagnosis withauipport person present.

Access to primary care and continuity of care fil@Rs was recognised as being very
limited particularly from those living in the West area and this influenced the
quality and continuity of communication.

“....when you can't see the Dr, even to see himieséntly | had to wait three weeks...”
(8P)

“Ironically the GP | saw, we've had so many throdhé practice, um, when | went to
confirm what | should do about the tests,- too-laehad gone home to
(overseas)....that's when | had to see another Gkh&alelayed things a wee bit” (4A)

Health professionals often advise people with catecdiscuss matters with friends
and family. In rural areas there may be more gohibpportunities to talk with people
other than direct family members. A number of peapterviewed either did not
want to trouble their family or for a variety ofagons did not feel their friends were
appropriate people to talk to.

“I can't really talk to them too much. They stautssy footing around and walking
around like on glass...” (9A)

“It was especially with my mother | found that quawkward because | didn’'t want to
offend her but without her realising it there wénees when it was putting more pressure
on me to try and cope because she was findindfitwli to take it all on. That was hard”
(11A)

Despite the limitations described above peoplééstudy spoke of the need and
benefit of being able to talk to other people mifar situations.

“...you wish to know the road beyond, perhaps theke have travelled before...” (6A)

“...but the last time | saw him was at Ikamatua attthio day chopping (wood chopping
event) there and we sat and had a good old yamukeave both knew what we were
talking about because others would often go “I kimmw you feel”. Like hell they did,
they didn’t have a clue, whereas he did” (11A)

Some Maori on the West Coast viewed communicatitin them as being insensitive
or inappropriate.

“They treat you like you've got no brains if yoe’Maori...."; “The Drs been there for a
long time, he could learn to talk to the patiemt, wave his arms around at you as though
you don't understand what’s going on and you tenget doctors that tend to do that

with Maori patients...” (8P)

Many of the communication issues identified in mtews were also raised at the hui.
This included participants finding some health pssionals to be insensitive to
people’s needs when they have cancer. Hui attsralse identified that time to
adequately discuss results in order that they adenstandable was rarely available,
and that the language used by health professicoals sometimes result in people
leaving the consultation with a different perceptad what was said from that of the
health professional.
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People living in rural settings recognised theyehadditional challenges in making
arrangements for health care. They felt the imp&atrality was not fully
appreciated by either Grey Base or ChristchurchpHials. In particular, people
waiting for surgical intervention as a mode of tiegtheir cancer spoke of the need
to be kept in the loop regarding the date for siyrge

“...if you get no communication you don’t know wherau are with it,...l feel more
communication while people are waiting” (5A)

Information issues

A diagnosis of cancer is a stressful life expergetiat can be partly alleviated by
being well informed at all stages along the cajm@mey. Some of those interviewed
appeared to be satisfied with information regardiv@r condition illustrated by the
following comment made by an interviewee:

“ I think basically I got everything | should hauwee only thing that's confusing you get
so much in such a short time, it takes a lot oks@aup” (4A)

Trying to get information about how and where toess assistance and support was
identified as a fraught process for both interveavd hui participants.

“- no one tells you where to get help from, ancatyou are entitled to; there’s all these
different departments...so you end up on this bldadypaper chase” (9A)

“Trying to get into WINZ | found that probably thmost frustrating, and then being told
to come down and see us when | could barely getti car...” (11A)

People frequently spoke of feeling that suppontises and people might possibly be
available, however they felt the onus was on thesetk out the information and
help. They (and their families) described how diift this was especially when they
were feeling unwell.

“..you’'ve got to pick up the phone and do it yolfra@d go looking for answers. | mean,
it's all there, don’t get me wrong, it's all thebet | feel that just occasionally it would be
nice for someone to pick up the phone and say, "hawoing?" (2P)

“I mean if | pick up the phone and ask for thintjgngs do happen quite quickly”.
“...they will do what | ask but they make no initias, they don’t inquire” (3P)

As hui participants noted, it was felt that quessiovere answered but information

was not volunteered and finding answers is not admn you don’'t know what you
don’t know. GPs were described as people they weeddk answers from, however
comment was made that they don’t have the timeltgau.

Whilst radiotherapy and most chemotherapy treatenarg not privately available in
New Zealand, private surgery is available in mostviNZealand cities including
Christchurch. Given there are additional challenfge people on the West Coast
arranging their lives when having oncological suygé seems reasonable that people
should be offered the option of choosing betwe@rapr and public surgery.
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“all of them haven’t even asked the question, veeeanever asked the question, “Have
you got private health insurance?” Never not on@®)

This issue was also noted at the hui. Participititprivate surgery options were not
discussed with Maori and perceived that Maori asgpyglged as not wanting private
health care or of not having the means to takdamption.

There was an expectation amongst those intervigatdealth professionals would
provide the information they required at every paftheir journey but this
expectation was not always met. This lack of infation was made more difficult
for people on the Coast because not all have eaggato public libraries and for
many economic circumstances make having a home wtemyith access to the
internet more unlikely.

“...nobody has ever explained anything about bone@ato me,...I've had books out
and I've read a lot myself and what I've learntatbibis certainly not what I've been
told from the professionals”; “...there should be endirection, from the professionals,
they're the experts...” (1P)

People also spoke of the need to ensure the paitocancer understands the
information being given:

“Well | think they thought ‘palliative’ but nobodgver explained to me what ‘palliative’
was” (8P)
“It's really making it quite clear, not everyonelp to medical understanding...” (4P)

“I've got friends in the health (system) that | adiecuss this with them and they can give
me answers that | would, that | as a layman, caterstand” (2P)

Comments were also made at hui around the “techjaigon” used in letters.
Information available in pamphlets and so on washtd to require a high level of
literacy to understand the content - one persokespbgoing to the library to access
a medical dictionary so she could understand a p&tp

Access to and/or continuity of care from specigliphysicians, nurses, and GPs was
identified as an issue by West Coast people, péatiy in relation to trying to get
consistent information.

“| can’'t even get to see the same one twice, tiheyge”(3P)

“....I wanted to have a discussion with the Stomag¥dor the West Coast. | saw her
when | was in the surgical ward in Greymouth...anelistextremely good, she explains
everything for you, but it is the only time I'veeseher. | would have liked to discuss
something again later but she’s very hard to gkt by (4A)

“l was expecting to see my normal oncologist, ldame was on the appointment list, but
a very young chap, I'd never seen before, who hagrén read my notes, so | mean how
do you get reviewed every three months if he didaé&n read it, and he didn't have the
x-rays and that, | had to ask him” (3P)

There were many references to the significant effat chemotherapy had on
wellbeing. This was exacerbated on the West Quasiuse of more limited access to
health professionals or other sources for inforamaéind day-to-day support. In
particular, lack of information in relation to teele effects of chemotherapy was
notable.
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“No the side effects, | think if anything they umdsmphasize them” (4A)
“It didn’t say the terrible effects it had” (6A)

People interviewed who had received a surgicahmetgion as part of their cancer
treatment either at Grey Base or Christchurch Halspsaid they did not get clear
information regarding where to access medical sepptom after discharge. The
following patient lived in Westport and after ansuncessful visit to Buller Hospital
in Westport had to then travel to Grey Base Hosmtaurchase colostomy bags (a
round trip of 3 hours).

“I think something that was possible explained ®and | didn’t get a grasp of where to
get supplies of stuff that | needed to carry orhwithe stoma bags and all the rest of it. |
had to flounder a bit to find out, who do | ring, wgho do | get one of those from, well |
don’t know. As | say, possibly | was told verbadigd it just went in one ear and out the
other. So in the end | found when | run of colosgdrags for instance, | went to Buller
(hospital, Westport) and no, no we don't have tteme, they have to come up from
Greymouth. In the end | had to go to the Stord&srieymouth Hospital and get some”
(4A)

It appeared possible that on the West Coast thayeba delays in medical and/or
diagnostic information being available and impotriaformation did not always
appear to be given to people in a timely manner.

“...umm waited quite a while, two weeks | had tatviar my results whether it’s the
Greymouth health system or what | don't know. Anhdrt when | saw my results they
had URGENT results right across the top” (1A)

Access to care and support services

Ability to access chemotherapy locally
Being able to locally access certain chemotheragines was viewed by some as a
bonus but not by all - others felt more confideoing across to Christchurch.

“That made a big difference (being able to haveraitberapy at Buller Hospital).
There’s just as many side effects of course butritg four blocks down the road” (4A)

“l decided to go to Christchurch and | had the @mpti could have Greymouth but | was
sort of, to me that was the unknown and a bitwbary” (11A)

A communication booklétlesigned by the oncology nurse on the Coast tuieap
clinical details, record appointments and facitabmmunication was viewed as a
valuable resource.

“...a book and that's, that’s our Bible” (2P)

People spoke how the book assisted with communitétween centres.

"In 2005 this booklet was nominated for the Hehitiovation Awards and got through to the final
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“.. would have all his blood results, myself...weajd to the appointment in
Christchurch and they’d all be running around logkior them, | said, ...here they are
in the book” (2P)

People with cancer and their families interviewks @escribed actions that made the
cancer journey difficult or created distress.

Provision of after hours support

Unlike those living in New Zealand urban setting&est Coast people with cancer do
not generally have an expectation that after hoars will be provided. This was
noted as a major concern for people and their gsdpartners and families/whanau
living with cancer especially those interviewedhe palliative care stage. People
seemed to rely on personal contacts or had betmdted to call the national health
phone help-line.

“um...l got a lady that we know very well, a frietttht's in A and E and um she’s been
great, she has been really, really great. If | lmpeoblem, | just pick up the phone and
ask, and | am talking about after-hours when (iinese) and (the doctor) are not there”
(2P)

“I mean they advertise an 0800 number for Healéhtinwhatever, but we are just, they
don’t know the situation, they don’t know *; whesethese two people, these two
particular ladies that | talk to, they do knowhey know him personally” (2P).

“I feel apprehensive about what's s going to haptperards the end and if | didn’t have
a (family member) that lived around the cornert tHanew that I could ring — it doesn’t
matter what time of the day or night — she’s gdmge there for me um...l don’t know
how the situation works, with if * gets sick in th@ddle of the night ... (2P)

People who have friends or relatives who work mltlealth care system appear to be
somewhat better off; if you have actually got arfid or someone, that's got some
medical knowledge as well because you can’t get bbthe oncology nurse in the
middle of the night and you can't get hold of hter5 o’clock at night” (2P)

“My brother is a registered psych nurse and therativo friends are both enrolled nurses
in the psych....yeah all the confidence on the fangtythe friends side,...” (4P)

People having active cancer treatment can becontelgdl and need immediate
hospitalisation.

“So it took about a month to get this bloody, to tps telephone, and here’s a hard case
thing, the day it got installed, that evening | de to use it to- my temperature shot
right through the roof, and | ended up in hospitahded up in hospital twice over that
next month” (9A)

People at the hui commented that professionalgtia care support was missing and
that this was largely undertaken by whanau. Tlegroented that in their experience
whanau members were not allowed to be paid to &ftat whanau with cancer. Thus
those of least means missed out on a paymentstlhatilable to a formal caregiver.
Participants said that whanau generally refusetipport from a formal caregiver
because they feel safer with their own whénau merf@®ple spoke of services
being promised in relation to palliative care bltie professionals but they did not
eventuate.

Issue of multiple interfaces

Receiving treatment for cancer is complex wheréveappens and often the patient
feels no one person appreciates all they are gbmoggh. On the West Coast many
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people described the apparent lack of co-ordindigtmween the various services and
described themselves as the only link between thépte providers. One person said
“it’'s a bit of a jigsaW(9A). Overall they felt this added to their burde

“Everybody’s telling you to go here, and so yosteetching yourself out like a , like a
spider with eight legs, ... putting your web out &dah all these things that you need, but
instead, it would be good to sit down in the midaolfieche web and God, dare | say it,
have somebody work for you” (9A)

“l said Dr* asked me to come down for a mammograng she said oh no, you ring this
0800 number and | said, oh no, he said to come Bée said no, you've got to ring that
0800 number. Now I'm not blaming her, mmm cos iswaay own self too, but | just put
it (the referral) in my pocket and went off to fRellantyne’s sale and forgot about it.
What she should have said was if you're going teehithere, you're going to have to
pay for it...” (4P)

Discharge from hospital

Among some hui attendants, discharge arrangememsGrey Base hospital were
viewed as limited and poorly co-ordinated. For egkanif a person is transported by
an ambulance to Grey Base and then dischargedthayto find their own transport
back and this can be a major stressor.

Travel issues

For the majority of people living with cancer orettWest Coast, travel is a hecessity,
rather than an option. Transportation barrierswatgust limited to travelling to a
point of care but also include:

= Accessing care when you don’t own your own vehicle,
“Travel to Christchurch when you don’t own your owghicle: “Yes it is very tiring —
the Coast to Coast bus”(10A)
= Relying on a member of the family who may be wogkamd who would need to
take leave was an issue for some:
“It was at times because my son works and he togk(6A)
= Driving in a strange city,
“I would have liked to have someone or some orgditia in Christchurch to do the
driving for me” (4A)

= Travelling while feeling unwell,
“...going up and down to Greymouth and | just cottlthave the last one
(chemotherapy regimes)” (6A)

* The weather,
“They tried to get us in earlier so that we cogéd back over the mountain pass... and
that was an issue in the winter time, we struckve, few hairy times going backwards
and forwards” (2P)

The West Coast has no public transport system@nithdse who don’t own or have
access to a private vehicle, travel between tHeréifit health centres can be more
difficult than going across to Christchurch.

“I found it harder getting to Greymouth than dido Christchurch” (10A)

28



None of the participants ever mentioned receivialp lvith the actual journey even
though in one case the sole carer faced a multiéigeoblems.

“....they said you've got to go home and pack formianths they want you in
Christchurch...today....coming home with the thoughtniyn head...we had to pack for
at least six months and we had a cat, a dog, aabuich fish and we had a house...that
we just packed and left. (* had) a brother,...anchag (* another sick relative) on
oxygen and he was really sick and * was just ttimgre yeah and limp and unwell. So |
raced around and packed and we got to Christchuftk)

There seems to be some appreciation by healthgsiofeals of appropriate
appointment times for people from the West Coastgyto Christchurch or those
who live in the Buller or South Westland going tee@dnouth. However this
consideration wasn’t consistent.

“...they don't realise the distance and the time. ytweuld say “oh be here at nine
o’clock in the morning”...” (6A)

Financial concerns

For those people without means or limited mearaftas people on the Coast are, the
process of reimbursement was problematical.

“You get a petrol reimbursement but it's quite asla. It's good but so what if you
haven’t got money to put in your car in the firkdqe...” (1A)

Reimbursement of money for travel was not the aolycern. The process of
claiming the reimbursement was traumatic for many.

“Oh man, that fare shook me up. It really actuathessed me”. “And they never did pay
it — as they said, what they wanted me to do wees; tvanted me to come over on the
bus on Monday, have the drain, go back on the Tayesbme back on the Wednesday
for another drain. You know, those people, dowthat office should be taken around
oncology for a couple of days to let them see heapte with cancer...” (4P)

“...the Ministry of Health...terrible, they're terribl@ errible phone contact, you put a
claim in and they always dispute what you claimead.&'s so stressful” (1A)

This was also an issue for hui participants. Ciagniuel reimbursement was seen as
a major problem - it was described as “stressfolf & drama”. People remarked
that they knew of people who did not complete tteeess of claiming fuel
reimbursement because it was so frustrating. mtreased waiting time for the
refund since the system has become centralisedmedn was commented on as
problematic. Comment was made that those livingotety may have a car, but
lacked the financial means of filling it with fuet getting a Warrant of Fitness.
Those present at the Buller hui described the pooéaccessing petrol vouchers
from the hospital social worker as degrading amdf#ict that you require a
community services card was another barrier toetldso just miss out on qualifying
for the card. This impacted on their ability tewess care, which was further
exacerbated by the lack of a public transport ngtwa the West Coast.
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Having someone to support you when you receivearaneatment is accepted as an
essential component of psychosocial care. For $amiy members this was clearly
difficult as it impacted more significantly on th@iaid work responsibilities more so
than it would have had they lived closer to a catreatment centre. Family
members described the impact the cancer had darttiby/’'s financial circumstances
as well as its influence on their ability to sustaven the most basic of lifestyle.

“I had to employ staff while | took the day off, two days because if the appointment
was early in the morning we had to go the nighbleand stay there um...because | was
working and * was sort of working as well, we wetemtitled to anything. And we, we
found, | found that very, very stressful and myibass did suffer....financially,

financially it's been horrendous” (2P)

“Since | have had to quit work and rely on WINZels been pretty much a shit
sandwich, and it's always been lunch time”. “Sobasically lived off charity — off other
people, and that hurts my pride. Um what else, e/lgas 1?7 Oh (my child) this is no
shit, .. would leave his lunch at home, secrethglstit for me, or bring it home with him,
and go, ‘Oh | wasn't really hungry”, so that | wdliave (sound of crying) — so | would
have the nutrition that | needed. | trained mysekat only one meal a day, that’s about
all | could afford, plus to feed the boys three la@aday...” (9A)

Those who are financially challenged on the WesiS€eeek care that is free at the
Emergency Department rather than go to the GP iévWeay have a Community
Services Card because even a small part chargesigiar to care. This also applies
to people receiving cancer treatment, and thosswieg active cancer treatment and
were experiencing problems said they felt inhibitedn approaching their GP for
assistance. Anecdotally people were accessingritb@ogy nurse because access to
her was free as opposed to the GP or practice .ntisethe following sole parent
with children the cost of $5 to go to a GP washih, as it meant he could not feed
his children.

“$5 is, man a couple of loaves of bread” (9A)

People at the hui commented that to even get andsag) costs money and if money is
not available obtaining a diagnosis was delaye@nywtcommented that frequently
GPs will only let you discuss one issue at one appent, thus two issues require
two appointments and two charges. Trying to fimdrimation frequently resulted in
a cost, such as a toll call. Cost was also highdidfas an issue if people wanted to
explore complementary/alternative or rongoa (tradél Maori medicine) options.
Those present described the rift between traditimeatern medicine and alternative
therapies as unhelpful.

Lack of financial means also had an impact on actemedications. Hui
participants described getting prescriptions filked later date when they had the
money or of cutting the tablet in two so the meticrawould last longer

Asking questions and making decisions at a timestress

Making choices about cancer treatments is a congrieixsometimes overwhelming

experience. Isolation and lack of people to talthvaibout this enhanced this
difficulty. In New Zealand generally, this is tggily a role that a GP or practice
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nurse fulfils whereby a patient may go and talkuhoptions for treatment or care
that have been presented to them.

“I had a choice put to me that | could have.....mgchevas spinning and then | stopped
sleeping...I felt so down,...I couldn’t walk, | couldrget up, | was crying, my whole life
was coming at me...." (1A)

“...I was set to have my breasts removed, like I'e¢tg do it and you know because
everyone's telling me get it off they're sayingt geoff and don’t muck around”. “...he
said you do not have to have your breast removed'was staring into this decision
thing again...decisions were just floating around.1AY

People on the West Coast noted they wanted spegiittance from specialists whom
they viewed as experts to assist them in theirsttatimaking. This is perhaps
because of the lack of ready access to primaryheed professionals, exacerbated
by difficulties in accessing other forms of infortiea to help make treatment choices.
In particular, men with prostate cancer felt theswot met.

“...but they will not tell you what, how to go abadtitwhich is wrong sometimes
because they are the ones that know and you domit’H5A)

“...they don’'t recommend anything, the oncologigt&ytwon’t say surgery or hormone
treatment or radiation, they’ll leave it to the iwidual with advice that what you should
do is to talk to people in your district that yomokv have had one of these treatments”
(1P)

Making decisions after hearing bad news was idedtids being particularly difficult.

“...they ask you, you know, “have you got any questiacdo you need to know
anything?” and of course your (mind) goes blank 2P)

The initial stage of the cancer treatment journeg wingled out as being a difficult
time to make decisions.

“...meeting all these new people and new facts aadihg all these new words of these
new drugs and | didn’t cope with any of it...” (1A)

Recommendations voiced by hui participants:

At the three hui, participants made a number cdmanendations about ways in
which the cancer care journey could be improvethenNest Coast.

1. Anyone with a diagnosis of cancer seeking socippstt via Work and Income
should not have a trainee case manager but a g@rswn should act as case
manager.

2. All participants were vocal in their support of tldea of an advocate/navigator to
assist Maori with cancer and their whanau. Thérfgevas that more than one
position was required due to the geographical dcsts that need to be covered
on the West Coast and to ensure the position veg®nsive to the different
needs of the three territorial areas. They desdrthe person as being:

= A people person
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= Knowledgeable about where to go to find thingskmth in the health and
social care systems

They saw the role as encompassing more that jpgiosting the person with cancer.
They thought the person(s) could:

= Work at ensuring the health promotion and cancevegntion messages got
through to Mé&ori
= Support the spouse and whanau

3. A Maori support group to be formed to work with fbeal branch of the Cancer
Society to increase its responsiveness to Maoh vancer on the West Coast.

4. The need to have a lay male Mé&ori support persdhess are issues male Maori
do not want to discuss with females even Mé&ori fesma

5. Whéanau to be supported (financially) to look aft&¥éanau with cancer when the
time comes.

6. Development of a permanent voice for Maori on thest\Coast irrespective of
which Mé&ori are working at a senior level; M&aoredeo have training on how to
advocate for themselves. The need for Maori irBthiker to have somewhere
“to stand to be Maori” was voiced as a wider need.
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Findings from the surveys

The surveys aimed to further investigate issueisithd been raised in the literature
and in the in-depth interviews and focus groupsyesas to identify any other issues
that had not previously emerged.

There were 28 surveys returned from people witltea(past or present) and 11
surveys from relatives of a loved one with caficés with the interview and hui
findings, the survey findings are organised untentes.

Access to health and social services

In both surveys, respondents were asked a rangeestions about their or their
relative’s access to various services, includingithecare and social services along
the cancer care pathway.

Most of those in the patient survey indicated thaly were able to see a GP promptly
when something was wrong (23, 96%) and felt thetstand investigations to
establish a diagnosis were undertaken without d@éy92%). However, a few
respondents did identify that there had been ddtayhem:

Action from the GP was immediate, thereafter elewerks till | was examined and
treated in hospital

It took about two months before | was seen by aiafist at Grey Base Hospital

No doubt the hospital done my tests as soon ashp@sisut it was six long weeks to me
and my GP

One respondent also noted that private medicatamse had helped them to access
tests.

Most people also felt that their treatment was cemeed in a timely manner (25,
93%), and a number of these people also made cotaymeciuding:

Some of my treatment was delayed
Within six weeks

As soon as my biopsy confirmed my condition | wafemred to an oncologist who began
my treatment as soon as possible

However, two respondents did not feel that theattment had commenced in a
timely manner.

It took sixteen weeks when the normal was eighetoweeks

Provision of palliative care and support

9 Numbers and percentages are reported at timéssigdction. Not all participants answered or were
eligible to answer each questions, and percentagetherefore calculated based on the number of
eligible responses rather than the total numbsupfey participants.
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People were asked about whether or not they hagjtii@bout who they would like
to provide care at the end of life. Of the fouronhdicated they had thought about it,
three reported they would like to receive carecehé and one at hospital.

Relatives reported that palliative/end of life ceuas generally a mixture of care
provided at home and in hospital. Health profassigupport at home was mostly
received from GPs, district nurses, and oncologgesl Other people providing
support at this time included practice nursesjgdale care nurses, neighbourhood
nurses, occupational therapists and physiothesapidtese people performed a range
of activities, such as helping with personal carvaghing, dressing) and medication
and pain control.

All of those relatives surveyed indicated that thag also received support from
other people, including family (8, 80%), friends 6®%), neighbours (5, 50%), and
church (2, 20%) as well as from the Cancer Sodtgt Coast Centre (9, 90%) and
the Buller West Coast Home Hospice Trust (2, 20%)ese people provided general
support, including conversation and sitting witk fratient, shopping, help with
personal care, and pain control.

Relatives noted that when they need to phone soeeoinelp with health problems
out of hours, they phoned a range of people inolythe GP, district nurse, Health
line, oncology nurse or GP.

Support for those with cancer and their family/whan

In the survey of those with cancer, people wereastow well they felt supported
throughout their experience with cancer overallvetity-four people (86%) indicated
that they felt either very well or well supportedile 2 (7%) felt neither well nor
poorly supported and 2 (7%) poorly supported. Ath the interview participants,
they identified a range of people and organisattbashad provided support, and
various types of support activities.

A number of those in the patient survey made conisnainout their experience of
support, including those that had indicated thay ttelt well supported.

Have been well served by health professionals ims@urch and local medical centre.
At odd times results of blood tests, biopsy reagilate influences support experienced —
but overall impressed with service provided.

Organisations and local GP and nurses were worddreedback from Grey Hospital is
very poor. Until | went to Christchurch Hospitahtad to go to Grey Hospital in person
to get results, sometimes this was unsuccessful.

Respondents identified partners, family, frienas] the wider community including
neighbours and the church as providing suppornduhis time. For relatives, these
people performed a range of supportive activisesh as helping with shopping,
sitting with the person with cancer and providimgnpany, dropping in for a chat and
SO on.

Relatives indicated that they undertook a rangsupport activities for their loved
one with cancer, including providing transportatiorGPs and hospitals, housework,
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caring for them when unwell, collecting medicatisaurcing information, and
organising and/or attending appointments.

In the relatives’ survey, nine (90%) people ideatifthat the Cancer Society
undertook supportive activities. Of those with @ansurveyed, 19 (68%) people
identified that they had accessed the Cancer Societvas also one of the
organisations approached (by two people) for sumround issues of anxiety and
depression.

For those people with cancer who had identifiedetgxdepression or stress as an
issue at least some of the time (17, 63%), thetnpa'spouse (8, 47%), other family
(7, 41%), friends (7, 41%) and/or the church (3/6)8vere among those whom they
approached for support, along with the GP (6, 35¥g¢plogy nurse (6, 35%), cancer
specialist (4, 24%), district nurse (4, 24%), piEchurse (2, 12%), social worker (2,
12%) and/or the Cancer Society (2, 12%).

Although a number of people (17, 74%) indicated thay felt that this was an area
of care that received adequate recognition andogpiate care, about a third of those
with cancer (6, 35%) indicated that they did natkithis was the case.

Firstly the word support means different thingslifferent people. In some cases, the
support is provided by someone who is “paid totdojob” and one feels like just
another statistic. In other cases the mentioh@fireaded word cancer and people just
don’t want to know. There maybe competent practérs out there but | haven't tried to
find them. It is all very well offering supporthat about actually giving it and how
about defining what it is

To get home help times was a battle

When asked if they thought their partner/family/waé had received adequate
emotional support, many of those with cancer sa&l(L6, 80%) but a few said no (4,
20%). Their comments included:

My partner had supported me however the only supgmohas received has been from
family and friends

Didn’t know of any service available

Communication issues

The majority of those with cancer surveyed indiddteat they had received their
results in person (22, 89%), with a further twoetieng their results over the phone
and three getting given the results using a contibimn@f in person, phone and/or
letter. It was felt by almost all the participattiat the results were given to them in a
sensitive manner, although several made comments:

As sensitive as a phone call can be
| don't think there is a sensitive way to tell same they have cancer

About half of the respondents (15, 56%) had someotiethem when they received
the results.
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Information issues

Survey respondents were asked a range of questimng the information that they
received. Almost all of those surveyed with canmegorted that they had received
information about the test/s undertaken to confiiagnosis, and that the information
was useful and relevant (26, 96%). The person vdtbreceived no information
noted that they had contacted the Cancer Societyised books to inform
themselves. Respondents also indicated that theéydcteived information about
their condition after diagnosis (26, 96%) that welsvant and useful, although two
people made comments:

Urology nurse told me what she knew but had to feaifuther information from
specialist, only came over every four weeks

The information | was given was relevant HOWEVERbmth occasions | sometimes
felt | wasn't asking the “right” questions — my @tiens were answered but had the
feeling that the specialist was waiting for me $& him but | didn’t know what to ask...

When people were asked about whether or not thésamaugh information, most said
yes (22, 82%) but some participants said no (5,)19Phey identified that they had
therefore sought further information from varioasies, including GP, district
nurse, oncology nurse, family, friends/neighboths,internet, Cancer Society and
hospital nursing staff.

The majority of those with cancer surveyed (21, Piéported that they received
information about the treatment options. This infation was most commonly given
verbally, although people also received pamphletda written information in some
case. Most people noted the information was easyderstand (24, 96%) and useful
(22, 92%). Relatives also generally noted thay tied received enough information
to help them make decisions about treatment op{®n80%). One of these people
however, noted that their partner was given infdromathat they would die within a
few months while they were alone, instead of wgitintil their relative arrived. The
two people who felt that they had not received gihanformation commented:

We (the family) felt the information given whilstqgfessional in its coverage, did not
cover any negative reactions that could occur

The medical staff wanted them to have the radiation

Financial issues

A number of people indicated that they had stoppexk (including for part of the
time) because of their cancer. In several casalsa impacted on their partner’s
ability to work or care for other family members.

Half of the respondents were on a benefit/pensibaenithey started their treatment
(14, 58%). Five respondents (26%) sought finarasalstance from Work and
Income as a result of changing financial circumstan For these five people, two
found the process very straightforward or stramfward, two found the process
neither straightforward nor complex, and one pefsand it complex. One person
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who had not sought financial assistance notedtfiegtwere not aware that this was
available.

How does one know of any options or assistance

Of the five people who sought assistance from Wamortk Income, four were told they
were eligible for a sickness benefit and one whstteey were eligible for invalids
benefit.

Travel issues

For most respondents to the patient survey, thainmmode of transportation to both
treatment in Christchurch (21, 75%) or Greymoui®, 86%) was their own car.
These people generally had someone to drive thénb@n), drove themselves (5,
19%) or shared driving with someone else (6, 22%).

Most people in the patient survey had received sagsestance with transport costs
from the Ministry of Health (22, 96%), with one pesident receiving travel
assistance from both the Ministry of Health and@a&cer Society. When asked
how they found the process of claiming travel dasise, over half the people (15,
63%) noted that they had found it easy or very e&yme of these people made
comments, however.

Once my case information got into the hospitalesysit became easy...
Very easy when you know the protocol

...rather than waste Doctors precious time in hatingjgn approval forms for
application for travel fund maybe nurse could do$ame when appointment is attended.
| felt reluctant to waste Drs time in seeking assise

For some respondents, it was neither difficult easy (4, 17%), while for others (5,
21%) it was difficult or very difficult to claim &vel assistance. In some comments,
particular reference was made to delays in payments

It was easy to start with but latterly the delaypayments was most frustrating when on a
low income

...In 2006 | have had no problems so far apart frieenfaict that in 2004 it took ten days
to process a claim, now it takes six weeks

Payment is made quite some time after travel. G&isbe a financial burden and cause
more anxiety

Although the need to travel to Christchurch did infiuence choice of treatment
options for many respondents, for two people it dddnumber of people stayed in
Christchurch while receiving treatment (20, 80%kople used a range of options for
accommodation, most commonly Davidson House (8,)4%taying with family (6,
31%). Other accommodation options included fundetels, paying for own
accommodation, Ranui House or a combination ofraceodation. About 70% of
these people had a partner or support person gtayih them when they were in
Christchurch for treatment.
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One of the survey respondents indicated that trmyidvhave preferred to have been
in Davidson house, but that it was full.

“(partner) was in hospital and | was in a motélould dearly loved to be in Davidson
House for support, | felt very alone”.

Other comments

A number of people also added comments to the gual®ut their experience and
where things were at for them now. Some of thesengents noted positive things
about their care or their health.

As my case was acute | would like to take my hatwthe speed and compassion of
hospital staff both here in Westport, Greymouth @hdistchurch. For all the bad things
I have read about the DHB | found nothing to bdekdtories

If there had been no breast cancer support grawquld not have been so settled now.
They have been of great assistance

I might be a stubborn bat, | had ... cancer, it leentoperated on and dealt with and
now | am getting on with life and full time work.deal with “if | have to” a
reoccurrence when it happens. Life is too shodwell on set backs

In the relatives’ survey, people were asked aldungs that they felt were managed
well. A number of people noted positive aspeétsealth care that they had
received.

Her care from nursing staff at home and while isgital
Availability and quick response from both GP andpital services were excellent

Staff at Barclay Ward were of great comfort andyaaring to our needs as were the
district nurses

Relatives also identified areas that they felt ddag¢ improved including interface
issues between providers, more support from heattfessionals, improved
communication and the availability of chemotherbgmally. For example,

Information flow between Christchurch and Grey Basgatient position and follow-
ups to be actioned

Travel to Christchurch for radiation was alwaysugé effort. If it had been available in
Greymouth it would have been a great advantage
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Findings from the health professional focus groups

Health professionals commented that people stait jpurney from different points;
some suspect something is wrong and present @@Rhevhile in other cases people
are picked up during a routine GP visit and otlv@&agoutine screening. Focus group
participants consider that access to ultrasoundCandcanner for investigation at
Grey Base Hospital was currently good. Howevanas noted that the waiting list
for ultrasound was growing and the delay for actes®lonoscopy was getting
worse. GPs from the Buller region commented tbiatteir patients the fact that they
had to go to Greymouth for investigations was aibam itself. Specific comments
were made around the mobile breast-screeningauritently this is only available to
undertake screening mammograms and not diagnastiegures. An observation
was made regarding differences between urban aabaentres in relation to the use
of health insurance. It was felt that more peapl€hristchurch than on the West
Coast use their health insurance to more speeciigss investigative procedures and
then go on to have their surgical treatment inpiiglic system. It seems that lower
levels of private health insurance in rural areada impact on wait times for
investigative procedures and consequently surgicaledures.

The journey following diagnosis to treatment wds lbg participants to work well,
nevertheless there were some condition specifiess For people diagnosed with
lung cancer, two routes were possible with bothrtaparticular advantages. The
first route, direct referral to Christchurch, waseched to be responsive and patients
were moved quickly to the next phase of treatmdite other route involved referral
to and assessment by the surgeons at Grey Basef mdaessary would then refer to
Christchurch. While this route was longer, theaadage was considered to be the
reduced likelihood of the person’s transport supbieing messed up. Most
participants felt that for those diagnosed withocettal cancer, the current service
was good and the past problems with continuityaséaue to the heavy reliance on
locum surgeons at Grey Base Hospital was beingeaddd. However, concern was
expressed in relation to the proactiveness or ddidk in relation to opportunistic
screening for this condition. As previously sthtiee mobile breast screening unit
will not undertake diagnostic mammograms neithdrinéomplete follow up
mammograms if it is less than two years since #regn’s last mammogram. On a
positive note, it was felt the local urology seevigrovided a very prompt service and
the local urology nurse was viewed as a great .asset

All present believed the interface with Christchuktospital was very good with a
number of outpatient clinics being held by Christain Hospital specialists at Grey
Base Hospital. However, between a third and atquaf all new oncology patients
are seen at clinic in Christchurch Hospital insteb@rey Base Hospital. This
therefore suggests that there is an unmet needatian to clinic times at Grey Base
Hospital. Clinics take place at Grey Base Hostadry three weeks however it was
noted that for someone waiting to see a cancetiasdor the first time this can
seem like an eternity.

Participants identified a number of concerns alpalltative care service delivery on

the West Coast. The lack of palliative care bedthe Coast was commented on, as
was the lack of staff to provide out of hours haraee should a person want to die at
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home. In the Greymouth area, there is no GP draftat 8pm in the evening and
while district nurses commented that they gave liamtheir home telephone
numbers, they noted they are not contracted toigeeawut of hours care and felt this
left them professionally vulnerable. District negssalso felt that the funding they
received to provide palliative care in the home waslequate. It was remarked on
that practice nurses do not get funded for outoniré palliative care and if they visit a
person in their home either the person being \ddits to pay for the consultation or
the practice doesn’t get funded. People who aideat in rest homes and who wish
to receive palliative care and die in the facittyrently may not be able to do so
because of a lack of expertise amongst rest hoafie €€ommentary was mixed in
relation to the timeliness of occupational therapgessments for people with cancer
returning home. Some considered the process wdsngowvell, whereas others felt
people were discharged without appropriate equipreesupport them at home.

Participants were asked to consider what they thiowgrked well on the Coast in
relation to care for people living with cancer. TThdowing areas were suggested:

»= Oncology nurse specialist

=  Working relationships between GPs, community nyrsesmunity pharmacists
= Social support networks

= Cancer Society West Coast Centre

» Oncology support from Christchurch

= Good back up for patients in between oncologisisod

= The Communication Booklet for people living withncar

=  Work of the district nurses especially out of hoansl at weekends.

* Provision of accommodation in Christchurch

When asked to comment on what they felt was nokiwgrso well, the following
areas were described:

= Lack of information in relation to what is availabh the way of other support
services or financial benefits

= People who receive surgery as a sole treatmentlityoda not always get referred
to the oncology nurse specialist

= The large part charge for some drugs

= Support services on the West Coast are largelyigeedvby non-Maori and it was
felt that they don’t want to get involved with M&and they don’t understand
whanau issues

= A nurse working for the Maori provider noted thatier experience there is a lack
of knowledge amongst families around how to carefdying person and that on
occasions this led to inappropriate decision making

= There is a lack of support for whanau who are ggion a dying person

= A repeating pattern noted by the Maori provider Wes people are generally not
aware of their options

= Work and Income do not always provide a suppodemice

= The general lack on the West Coast of a marae masecbnment for Maori
families

= Variability in discharge planning from Christchurelospital

= Lack of a physician at Grey Base Hospital with acsalist interest in cancer
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= Frequent change over of GPs is an issue for patand other members of the
health care team that work with them

= Access to colonoscopy

= Perceived lack of penetration and uptake of puisialth messages

= Lack of a permanent mammography service on the Weast

= Older adults not wanting to go to Christchurch

= Cost of accessing care for the financially disadaged is perceived to be a
significant issue and made especially more diffidujou live less than 90K from
the main hospital as you do not meet the criteniadimbursemert.

= Perverse incentive in labelling a person as “paléd. People commented that
once a person is labelled as “palliative” whileytlyet access to a certain number
of free GP visits over a 6 month period other hdraged support services are cut
back.

*= The “red tape” and forms to be negotiated by p&iémclaim their fuel
reimbursement

= The information provided by haematologists as caegb#o oncologists and
radiologists was perceived to be more limited

= Lack of counselling services for families on thedMgoast

= Sometimes when there is a crisis situation at hohose health professionals
involved in caring for the person living with cana@® not react promptly enough.

Participants were then asked what they thought dvaddl value to people living with
cancer on the West Coast:

= More funded palliative care beds

» Provision of mammography services

= Review of district nurses contractual arrangements

» Being allowed to use the palliative care fundingatively, for example it would be
beneficial to be able to cover prescription padrges

»= Appointing a Kaimahi — Maori health promoter — danito those used on the
National Screening programme to promote the putdadth and screening
messages to Maori but also to articulate Maori agechon-Mé&ori services

= Hold hui on how to care for a dying person at h@me provide clear information
of what services/benefits people can access

= Provision of a 0800 number for Grey Base whichvedld calls to be automatically
transferred to Ward 27 at Christchurch Hospitavaihg for 24 hour support for
people with cancer from an oncology nurse. (Culyahtvould seem that people
who have their chemotherapy at Christchurch arergitie 0800 number for Ward
27 but not all chemotherapy patients are awarhisfservice)

» Provision of telemedicine would add value to thequd, the oncology nurse
specialist and GPs

The following health professional issues/concerasawnentioned:

= Variation in care provided by local GPs, surgeams ghysicians

" National Travel Assistance Policy ISBN 0-478-2966BP 4180 August 2005 Ministry of Health
PO Box 5013, Wellington, New Zealand Access Sep&arab06, http://www.moh.govt.nz
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The knowledge gap of nurses in rest homes andeofstay Base Hospital wards
was mentioned, however, it was noted that nursesider incredible amount of
pressure especially in rest homes frequently béiagole qualified staff member
on duty. Shortages of nurses made it difficultdi@ease nurses for further study
An increase in workload was noted by some commumitges since the
appointment of the oncology nurse specialist

It was perceived that there was a lack of supmwrcdmmunity nurses caring for
people in the palliative care phase

As the role of the oncology specialist nurse hasmaged, her ability to undertake
home visits has lessened.
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DISCUSSION

The route of a cancer journey can span monthssywatecades, occur in a variety of
settings, involve several providers and includargge of treatments. Common
understandings and experiences of the West Coasgercppurney have emerged from
the analysis of the health professional and penstincancer and family interviews,
and the hui and these largely coincide with inteomal and New Zealand literature
on rural health and rural cancer care delivery.

People with cancer generally acknowledge that headtl other professionals are
trying to do their best and there were individuaemples given when the overall
journey has worked well. However, all involvedtie interviews recognised that
against a background of the generic challengerat health care delivery there are
elements of the journey for people with cancerlenWest Coast that could be
improved. In summary, first there is a lack ofltieand social service coordination
across the cancer journey often resulting in threqgrefeeling disempowered; second,
services are largely orientated around what prasidan offer as compared with what
people feel they need; and third, as no one priofieakis involved in all aspects of
the cancer journey, there is a perceived overell td recognition of the destabilising
impact a diagnosis of cancer has. If the analdgyjourney is applied to the key
themes that emerged from the interviews, the phafsesirney would look like:

» The start of the journey including the need tofasldirections and receive them
(communication issues)

= Access to the appropriate map (information issues)

= Access to an appropriate mode of transport (tresgeles)

»= The cost of the journey (financial concerns)

= Detours along the route (issue of multiple integfgc

= Accidents along the way (after-hours care, unexgeeatimissions to hospital)

» Poorly maintained roads (perceptions of feelinganed for and unsupported by
health and social care professionals)

= Decisions about the route (decision making at & tinstress)

» The end of the journey (special support in the ades of cancer)

Aspects of the journey people noted to be goind weluded:

= People to go on the journey with (support from gedpartner, family/whanau,
community)

» Refreshment on the journey (Cancer Society WessGoantre)

= Access to good garages (access to oncology andtpalcare nurses, visiting
oncologists, and district nurses)

Communication emerged as a multifaceted consunrereco with the following
specific issues identified as impacting, positivetynegatively, on the quality of
communication experienced:

» |nadequate time with the GP or specialist

= Poor or limited communication between centres angigers
= Lack of timely access to a GP and lack of contyhaftprimary care provider
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» |neffective styles of communication

» The benefits of talking to a person who had expeeeof living with cancer as
opposed to just speaking to a family member onétie

» The need to have a support person present

Many of these issues were also evident in thealitee reviewet{ %%, Indeed the most
common complaints made by people in general wititeaareabout poor
communication and inadequate informatfon

Having inadequate time with GPs and specialist®tgust an issue for rural people
however, the additional time and cost frequentgrggetting to and from the
appointment on the West Coast adds to a sensastfdtion and often
disillusionment with health care service provigfonOn the West Coast, this is a
particular challenge due to the limited numbers avallability of GP<> and the brief
time the visiting oncologist and radiologist havaitable when they visit once every
three weeks and the haematologist every two moniisilst people with cancer
recognise the time limitations specialists havedaing all of their West Coast
patients and appreciate the time they are givay, dfso have a strong expectation
that specialists should provide them with the infation they need. This issue is not
easily solved although the literature suggestsfasmation technology improves,
telemedicine with health professionals and peapkeuseful strategy. Similarly,
simple measures such as use of written informatioitten decision support tools and
the audio taping of consultations can remind oided what people hear during their
consultation®2® Other members of the multidisciplinary team sapport/validate
information given by specialists®.

The importance of family and friends during theaarourney was unequivocally
borne out by the results of the interviews and twever, the work of Church,
Curran and Solbef@particularly supported the views expressed by lgenfth

cancer that no matter how supportive family anenftis were, they could not
understand what the person with cancer was exmangand that they needed to be
able to talk to a person who has or is currentlyegiencing the cancer journey. One
possible solution discussed in the literature masprovision of an audio
teleconferencing network for those people in raraag’. This solution has potential
as most rural households have access to land tioegs"”.

Communication between the multiple health and $@aige providers involved in the
care of people living with cancer on the West Caggtears for many of those
interviewed and surveyed to be less than optimalcauld potentially contribute to
sub-optimal care for some peoffle The potential for poor communication to impact
on care coordination is well evidenced in the itaré® % Similar to models of care
for those with chronic illness or long term conalitj there is evidence to support
utilising a case manager role from the point ofydizsis™ * The role of the case
manager would be to work with the person alongctrecer journey to either
survivorship or end of life care. A pivotal roleétbe case manager would be to
coordinate services ensuring people with cancelirdeed to all necessary health and
social resources.

Another model, or perhaps subetf the case management model has been proposed
to address the needs of people with cancer, phatigiahose who are disadvantaged
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3.32 that of Patient Navigators. Patient Navigatoeswariously described in the

literature from the original concept developed bgedman which was someone (often
a registered nurse but could be a trained lay pgtsoaccompany the person with
cancer to all follow-up appointments, provide emoél support and advocdy The
patient navigator was allocated when an abnornsallrevas given and the navigator
follows the person throughout treatment assistingcicessing support and appropriate
follow-up. A recently published review of the gatt navigator literature since

2003" found that navigators have a different and completary role to that of health
professionals working with cancer patients. Tleientation is that of problem
solving and trying to overcome perceived or reatibes to cancer rather than
advocating a defined set of services. Patientgaaors can be used during screening,
treatment, palliative care or survi¢arf® Dohan and Schrag (2005) summarised that
patient navigation is understudied and there hasa bmited evaluation to test utility
and outcomes.

In some areas of the United States, patient namig@alled Native Sisters have been
instrumental in working with indigenous peoplesefation to identifying, recruiting
and accompanying people to cancer screening; prayhtient education on cancer
risk; co-ordinating diagnostic tests; providingldoV-up and referral services;
arranging for child care, transportation and collimgeif needed; and, providing
practical advocacy including mentoring people to @sestions during the
consultatiofi* *> Evaluation of the Native Sister programme foarttgh rate of
screening and re-screening.

People described in detail the burden of being#yelink between multiple services
and providers. Added to this was the issue foryn@dmot being able to see the same
primary care provider or specialist consistent®eople at the hui described as
“wearying” the need to keep repeating your historynultiple providers. Although
not specifically a rural issue, this has again b#escribed in the literatuf®?® 4

There are examples of assessment tools used ircagedeliver/: *® and more
recently in palliative care assessmé&htisat demonstrate that comprehensive
information collected in a systematic and robushnes can be shared between
service providers obviating the need to repeatsassents at multiple points.

Concerns around provision of information were cax@nd varied. Information
needs fell into the following categories:

» Need for information in relation to treatment. &ifieally, people with cancer and
their family had a need for improved informatiotatiag to the side effects of
chemotherapy and to be able to understand thenafiton provided whether in
verbal or written form.

= Need for information on available resources. Spmadly, people with cancer and
their family had a need for information about fineh support, how to access
surgical supplies following discharge from hospéatl how to access after hours
care.

= The need to have options of care presented forideration, e.g. private surgical
options.

Other issues impinging on the wider issues of @iow of and communication of
information were:
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= Lack of continuity of specialists and GPs.

» The apparent onus of the patient to find out infaion about services and
resources.

» Having to make difficult decisions at times of sge

These issues have already been noted in the genmidealth reports developed by
the Centre for Rural Health from 2001-2603"°*and the Rural Health Survey
undertaken by Rural Women RfZ

A number of participants and Maori at all three sppioke of not being offered the
option to have investigations and/or surgical treatit procedures undertaken
‘privately’. It is possible health professionalayrbe making assumptions of people’s
ability to chose and pay for private health caravbether or not they may have
private health insurance. While Maori have loverels of health insurantghan
non-Maori and are much more likely to live in deped areas, people at the hui felt
strongly that health professionals should not asstiray would be unable to choose
the private option.

Participants described making decisions understass distressing experience. This
issue has been identified in previous resedmhd although not specifically a rural
issue, rurality adds to the complexity of the diecisnaking process. Lack of access
to GPs, interrupted continuity of GP care, andaoranfl process of linking people in
the local community who were currently affectechad been affected in the past by
cancer limited opportunities to discuss treatmeul @her decisions and issues.

People also spoke of not knowing what they needdéahdw, and of being given
answers to their questions by health professidmatishe answers being limited to
what was needed to answer the question and no n&ven® points out that people
with cancer are not always aware of what they nedahow and of what resources
they may need.

Currently there is no holistic ‘needs assessmemvise available on the West Coast
to systematically evaluate what services are reduin support people with cancer.
People found trying to find out what was availaolsupport them a particularly
frustrating process, especially in relation to asogy health care services such as
after-hours support and financial benefits. Thaswoupled with the recurrent theme
that people felt the onus was on them to make cobatad request a service or a
resource. This exacerbated their feelings of bamgyupported and cared for.
Feelings of not being supported along the canaengy have been identified in
previous researéhand are not just related to rural people, howéweugh isolation
the problem is magnifiéd *°

Financial anxiety was apparent for both people wéhcers and carers in this study.
A UK paper commented that people who are seriatislp not know how to access
financial help* and those who could most benefit from financiapmrt may be the
least likely to obtain it. Rural people are offmor peoplé” *° Lack of financial
means impacts on timely access to health care amth@sing of medications; this
was especially evident during discussion at the Roncerns about confidentiality
within a small town and perceived personal prejesliof Work and Income staff were
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highlighted at the hui as barriers to accessingm@l financial support. M&ori also
spoke about the impact lack of financial meansdratheir ability to explore other
options such as rongoa or organic foods.

The New Zealand rural cancer journey is charaadrsy the need to self-fund
frequent long distance travel. Claiming for fugilmbursement from the Ministry of
Health was a significant area of discontent for ynand the increased wait for the
reimbursement since the system has become ceettalsises additional stress.
Although most people own cats® many people don’t always have the money to fill
their car with petrol for instance let alone hawe tinancial means to wait for a period
of weeks for the reimbursement to arrive. The tgreeost of fuel in rural areas does
not appear to be taken into consideration with faghbursement. The local Cancer
Society attempts to address the shortfall with fureichers. If this service was not
available, people of restricted financial means ot be able to access the
necessary cancer care within the present systapeagalist services are only
available in Greymouth or Christchurch. Those @nést the Buller hui said petrol
vouchers were available from the hospital socialkeobut felt the process of
accessing these as degrading and off-putting. rswt, those most at need did not
always access the financial support that is aviailab

Similar to international literatuteWest Coast carers spoke of the financial impact of
caring for someone with cancer. One carer spokewihg to sell her business; this
then allowed her and her terminally ill partner whas also self-employed to access
benefits. Another person spoke eloquently abaifrilstration of trying to access
entitlements after his diagnosis of cancer fordeuto give up work. Cormack et'al
highlights this as an issue in their recent repmthe Ministry of Health.

The issue of transportation is closely linked suess of cost and geographical
locatiorf®*and on the West Coast to the lack of a publicspart network. It is
known that often older people with cancer haveetg on a family member to take
them to appointments and this may mean sons ohtiagghaving to make a choice
between going to work or taking their relative heit appointment. This was also
apparent in this study. The study also drew atierib the concern people have about
making the journey to Christchurch over Arthursddgring the winter months.

None of the participants spoke of ever being offekernative modes of transport to
assist them in getting to Christchurch. In marsesaolder people had to drive this
long, twisty and frequently narrow route, undoubtextiding to their stress and
making attendance at appointments increasinglytdanOne person related a story
of having to drive over to Christchurch with a satkld and a sick husband. As a
result of the need to make frequent trips to Ctinistch for follow-ups, the
interviewee talked about taking out a mortgage @nhome to purchase a newer car
so she could feel safer driving her daughter ovemiass to Christchurch. This
instance illustrates the additional pressure noealple with cancer or their carers are
under if they want to access health care.

The area of palliative care emerged as an areigmfisant concern from this study
not only for people with cancer and their carersdiso for health professionals. In
New Zealand, the palliative care phase of the agoceney is defined as occurring
within the last year of lif¥. A recently released report has noted “...major
inequalities in palliative care provision and accegthin New Zealand. These
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include inequalities due to geographical locatiisease type, care setting, age and
ethnic group resulting in unnecessary and unretiesudfering towards end of life and
during bereavement’(p. 4). People with cancer who are in the termjrtalse of
illness and approaching death require varying kuaegally increasing amounts of
care. Many people express a preference to diemmehather than in a hospital or
hospice setting, however, this is not always péssilsymptoms become challenging
to address or if family/carers tire or become oveximed. Terminal care can range
from the provision of medication to control pairdasther symptoms; personal care to
meet hygiene needs; home care to assist with thati@s of daily living; and,

provision of nutrition and home maintenance suctleasning and washing of linen.
Psychosocial and spiritual/existential supportef person with cancer is necessary as
well as support for family or other carers. Finahsupport may also be necessary to
facilitate family members or other carers to canettie person in their own home.
On-call and after-hours support is a core pall@atiare service as the dying process
can be unpredictable and assistance may be reciged/ time of day or night.
Internationally and nationally, it is recognisedttprovision of palliative and terminal
care is complex and is best delivered by a teahealth, home support, and other
professionals. On the West Coast, the geograpthgistances involved make
provision of palliative and terminal care partialyachallenging.

In a recent pap&tthe following was written “Care is a continuumn-iterative
process. Like an intimate conversation, it capnstt be picked up by a stranger when
the most difficult, sensitive and personal aspetthe story are being played out”.
On the West Coast, out-of-hours support is a Sanit issue for those caring for a
loved one with cancgt They are required to either phone the 0800 HExadt for
advice or take their loved one to Accident and Eyaecy at Grey Base or Buller
Hospital, which can mean dealing with a health @ssfonal who is unfamiliar with
the person. Those interviewed believed this tarsatisfactory. Discussion with
West Coast district nurses interviewed said on sioca they do give their home
numbers to families, however, this is not coveretheir contract and so leaves them
in a professionally vulnerable position. Mentioasamade in two of the returned
relatives’ surveys of GPs giving out their privatamber to families at the end of life
stage; in both instances the GPs mentioned were &Hjfloyees. For GP owners,
undertaking and charging for out-of-hours palliatcare can create a difficulty as
GPs don't always want to charge people with cabaéhave overheads that must be
met. Several NZ authafs****point out the cost of providing out-of-hours care

rural areas can be prohibitive and describe th&darfor rural heath professionals of
wanting to provide care but also the need to halegjaate time off.

Home carers from the hospital social work departraes mainly responsible for
undertaking general household tasks for people avb@ssessed as requiring this.
Home care includes housework, making beds and hgmgit the washing, and on
occasion, personal hygiene care such as showesmge@with palliative care needs.
When people move into the palliative care phasefuhding to provide personal care
support comes from the district nursing budgetweheer, provision of complete
personal care support cannot reasonably be expiotada district nurse. Whilst
generalism is a valued tool, there are simply mough West Coast district nurses to
do this work as well as have time to undertakesgiecialised nursing work required.
On occasions, district nurses shower/wash peoptehakie palliative care or terminal
care needs. However, this puts a huge strain odisigct nursing service, which is

48



already stretched. If a person in the palliatimeeqohase becomes incontinent much
of this care is left to the family carer due to lmmresource constraints.

One of the main issues regarding physical suppoxtigion is the variety of funding
streams involved with some coming under the cotf@Ps, some under district
nursing and some from social work, making the sgdtmgmented and potentially
leading to people being unable to access thedultye of services which should be
made available to them.

On the West Coast, there are only three fundedapa# care beds located at
Greymouth, Reefton and Westport. People who reqanrin-patient palliative care
bed but do not live close to any of these thred¢respend up being removed from
loved ones and friends at a significant point ef filurney. The West Coast does not
have a hospice and establishing one would be ag thse to the geography of the
Coast. The Buller West Coast Home Hospice Trussdmt appear to have a high
profile on the West Coast and none of those inteved in the palliative care stage
were aware of their existence or how they coulgsuphem and only two of the
returned relatives’ surveys mentioned any contaitt tiem.

It would appear that on the West Coast the bulbadifative care is preformed by
informal carers, and this was especially evidentéori from the hui. People with
cancer and their carers want to feel supportedhély GP and the nursing services,
yet it would appear that this is not always theecasd support provision can appear
like a lottery potentially leading to avoidable paal admissions. Accessibility to
GPs and nurses, specifically district nursing pimn, has been identified in the
literature as an important factor in effective ofihours car¥. Reviewing district
nursing contracts and consideration of reimburséroerGPs to undertake palliative
care home visits out-of-hours would address tliisaibn. Greater partnership
working with non-government organisations involwedhe area of palliative such as
Work and Income could potentially improve the eftife experience for the person
with cancer and their family.

While people valued the opportunity of having chémeoapy given locally (at Grey
Base Hospital), there can be disadvantages to gatiemotherapy in a rural

setting® ® This was confirmed by West Coast health proéessi involved in this
aspect of care, and in particular in relation toitéd support from medical colleagues
to check medications or protocols and competingkwd@mands due to nurses
needing to do concurrent roles. There are thresesurained to undertake
chemotherapy clinics but only one works full tineain oncology role and this poses
difficulties in covering annual, sick, or studyVea Recently due to staffing problems
in the pharmacy department of Grey Base Hospliatethave been drug
reconstitution issues. One of the local nurseslired in oncology care spoke of her
concern in relation to the small volume of peo@eihg chemotherapy administered
at Buller Hospital which inhibits staff skill dexadment and maintenance.
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LIMITATIONS OF THE STUDY

There are limitations in this study. Firstly, timmeframe to undertake the study
limited the number of stakeholder interviews thaild be undertaken and although a
sampling framework identified key categories of lemeeding to be interviewed,
other opinions were not canvassed.

Although every attempt was made to identify tho#h wancer on the West Coast to
approach them for survey, it is possible the susayple may limit generalisability.
Qualitative methods identify the range of opiniather than the proportions of
participants who hold any given attitude. Howetiee, study design included
triangulation of results to minimise these effeantsl research protocol and standard
procedures for independent qualitative data analyais rigorously maintained.

The themes reported here recurred independenibgsanterviews, hui, and surveys

and are consistent with international and natienéing on rural health care and
cancer care.
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CONCLUSION

This study used the experiences of people witherazwed their spouse/partner and
family/whanau to identify and communicate theirropns regarding what was
helpful about the current services for those livimgthe West Coast and where gaps
were present. Similarly, the experiences of hgaitiessionals working in this area
were canvassed.

This study has identified a number of significaapg in West Coast cancer service
provision for people living with cancer, their ceweand family/whanau. However,
many of the components of a good service are présgrconnectivity between
components is lacking.

Rural areas in New Zealand are heterogeneous #edidipopulation number and
density, remoteness from urban areas, as welhaadial and social characteristics.
It is hoped, however, that the findings of thisatpvill be of value to other rural
areas and to cancer services in general.

The scope of this study did not include the develept of recommendations for
future service provision. However, analysis oftinet data and review of the
literature has led to the identification of idehhcacteristics for a West Coast cancer
service.

Characteristics of an improved service may include

When developing any new service, consideration Ishioel given to not increasing
inequalities that already exist. A recommended &b@ady in use on the West Coast
allows a close examination of these factbrs

All people with cancer

1. A patient navigator model for those with high neé&scioeconomic, age,
vulnerability, ethnicity). This should take accowfthe limited international
research undertaken so far to evaluate the outcofittss model and the
concurrent work by other DHBs in New Zealand algeatilising the model. It is
advised that collaborative research be undertadang account of the New
Zealand context.

2. Seamless interface between health and social suppeds (such as Work and
Income).

3. Review of the Primary Health Care funding arrangetsiéor GP consultations and
home visits. Closer interface between cancer apsits local hospital doctors,
GPs and oncology and palliative care nurses. Bheotiaudio-conferencing is
necessary. The use of telemedicine including remiakeo-links between local
Grey Base Hospital physicians and people with cddistrict nurses in the
person’s home or with oncologists or Oncology Gestaff in Christchurch.
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Provide a face-to-face after hours service for pewth cancer on the West
Coast.

Implement a case management model. Designateevsermas team leader to co-
ordinate care- probably the nurse closest to wtier@erson lives. Develop a
Memorandum of Understanding or other mechanisradiitate closer interfaces
between Christchurch specialists and Grey Base itdbghysicians.

Review of job descriptions of rutaheighbourhood, and district nurses to provide
coverage for possible after hours consultationsifpttalls or home visits).

Consider whether there is a way for pharmacistaddify the part charges they do
or do not make, e.g. whether they could chargeeth®ean organisation (the PHO)
rather than to an individual patient.

Review the claiming of petrol monies to ensure thian easy process.

Avalilability of specialist support both local arehmote (palliative care, acute
oncology, radiotherapy and haematological support).

10. Availability of technologies to support remote sipéist expertise in the home.

11.Given the geographical restrictions, increase dépabf all community based

nurses on the West Coast to support people in ioanres. Up-skilled community
care nurses (oncology and palliative care skifis)a visone 0.5 palliative care
nurse position to cover the whole West Coast area.

12.The psychosocial aspects of cancer care needéweea high priority at all points

along the cancer continuum for both people withceamand their carers.

13. A robust process should be established to assdgsravide the carer support

subsidy for carers (family or another) who providee for a person with palliative
care needs.

People with palliative care needs

1.

2.

Establish the right to access after-hours support.

Availability of home support and personal carehiea home. Valuable and scarce
nursing resources should be supported by provigidtnome care support.

Greater involvement of non-government organisatengaged in palliative care to
enhance service provision.

' Rural nurses work 24 hours on call for 10 daysthea have four days of, but have cover from the
rural nurse in the next area
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People with cancer requiring treatment in Christchuch

1.

Priority given to accommodation of West Coast peaplkh cancer at Davidson
House.

Formal assessment of the impact of travel on theseiving multiple courses of
chemotherapy in Christchurch with air travel praddo those with adverse
impact.

Maori with cancer

1.

A service should take account of the needs of Miachuding appropriate
information and support.

This may require designated people with quasi $@mék skills to partner people
with cancer through the cancer journey.

Review the service specification of Rata Te Awhimaupport them to provide for
Maori living with cancer and their whanau where rayppiate.

System level characteristics

1.

Creation of a seamless service by building on mgshitiatives and developing
skills available within the region.

An integrated service that increases its capagitpeéet need by optimising the
contribution of non-government agencies in the #natalso work in the field of
cancer care (‘one stop shop’ service recommend#dnaCentre for Rural Health
reports).

Service delivery should be multidisciplinary in mag and based on best practice to
ensure optimal outcomes. Mechanisms to promoggiiation and coordination of
care across settings and service providers shauilchplemented.

. Aregional coherent palliative care service beyfdikveloped and implemented.

Clarification around roles and responsibilitiesexsglly in relation to who is
responsible for provision of information to peoplith cancer — specialist or GP.

A possible model for Multidisciplinary Cancer Care for West Coast
people with cancer

Oncology Multidisciplinary Team Leader: This wouyddtentially be an oncology

nurse who would be 0.5 clinical and 0.5 administeéducational support. The role
would include but not be limited to: strategic plarg, communication, relationship

building, act as a resource for the region, edanadind training, driver for change
and quality improvement, audit and evaluation ofises
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One full time oncology nurse: This position woaldiminister chemotherapy, support
the team leader and cover for the team leader glarnual leave, study leave and
sickness, and support cancer case managers wignteep

Three (one in each territorial area) cancer casegers: These would report directly
to the team leader; these positions may not nebd fall time in each territorial area.
These positions would act as the point of contactHeir allocated people, and could
also address some of the out-of-hours issues. p@&tion could work an on-call
rota and one weekend in three. People would thewkhey would be getting in
contact with one of three people

Méaori advocate: This position would liaise witletbase managers and accompany
Maori to appointments with visiting specialists diagse with Work and Income as
well as have an input into health promotion adggitargeting Maori.

Other members of the MDT would include: oncologistsliologists, surgeons,
people with cancer, general practitioner, distneighbourhood and rural nurses as
appropriate, pharmacist as appropriate, Canceeodiest Coast Centre
representation. The case managers would be rabjfe contacting the Buller
West Coast Home Hospice Trust when appropriatesdpport such as provision of
equipment.

Other model components
Telemedicine to become part of usual care for pewjith cancer when necessary.
Trained Volunteers (possibly by Cancer Society Vst Centre) in rural and very

rural areas who could make regular calls or horagsvio check on needs of people
with cancer/spouse/family.
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APPENDICES

Appendix A : A selective literature review

One in four New Zealanders live in rural areasmaltown$®, and in these areas,
one if five are Maori. There is no defined ruralile strategy in New Zealand (N2)
neither is there a defined NZ index of rurdlfitglthough Statistics New Zealand
define rural as a town with less than 10,000 pedphdthough there is no specific

NZ definition of rural health the former Centre ural Health defined rurality in
relation to distance from main urban centres; nadin-call rosters; availability of
practitioners to attend medical and trauma emeigsndistance from colleagues; the
size of the territory being covered by medical pc&s and the servicing of peripheral
clinics?® with ‘remote’ being defined as no other rural Gighim one hour of travé¥.

Rural NZ areas are typically small isolated argasy higher levels of deprivation

due to international downturn in primary productfor higher proportion of Mé&ori
and more transient, seasonal populations or topmistilation$®. Although living in a
rural and remote area can be emotionally proteéfiitds recognised that there are
barriers to health care access which can resplbamer health outcomes and impact
on health provision and choices. Some choose ¢ativa rural or remote environment
knowing they will need to make extra provision fealth care whereas others have
never known any other service.

Internationally, rural people tend to be an oldgedapopulation with less education
and often work on the land or in heavy labour indd& In NZ, there are greater
numbers of people aged between 0-14 years and 4859 in rural areas than urban
area8’. Health wise, they have higher rates of injurphdites, cardiovascular disease
alcohol consumption and smokifigthere are also notable same-gender differences
between urban and rural women in relation to hezdtie issue§'. It is possible there
may be differences in mental health issues in s with geographical social and
professional isolation resulting in higher levelatzohol intake, relationship
breakdown and depression, however there are mitedl mental health services
available in rural compared to urban settffigs

Health is generally defined by rural people in temh ability to perform roles and
maintain productivit§’ especially in primary production industfiésRural and

remote people are generalised as independent¢uimivard and self sufficiefttand

it take a protracted period of time for someonbdaonsidered part of the community
and to be accepted and trust (this can includehewalth professional staff)

Because of distance from mainstream services iargerural people tend to have
lowered expectations of care and expect barrieestessing specialist cafewhich
may result in them delaying seeking treatnfénPeople may choose lesser treatment
options in preference to relocation to attend sadistreatment centf& % Rural and
remote people must meet higher costs than mettapgdeople in terms of travel and
accommodation though they are already poorer mdaf income.

In NZ, cancer is recognised to be a major public heattireisn New Zealand, similar
to other developed countries. It is ranked secand @ause of death (after

63



cardiovascular disease), and accounted for moredtwparter of all deaths by the late
1990<°. The NZ, the Ministry of Health have undertakenlgsis of cancer by

region, and there is some regional variation ifdecce and prevalence of carler
Although internationally it is recognised therev&iability between urban and rural
cancer incidence prevalence as well as variati@aitter prevention and treatmént
in NZ it is difficult to say anything generalisaldftem current data collection about
rural people and candérArmstrong and Borman have noted there being small
difference between the rates of breast cancer leetweban and rural wom&nThe
rate of cancer for M&ori is one fifth higher thanang non-Maori, however Maori die
at a significantly higher rate than non-Maori. Mé&e less likely than non-Mé&ori to
be diagnosed at an early stage and when diagnlsexncer has often spread. Even
when diagnosed at the same stage there are iregjimtsurvival, with Maori dying
sooner. Maori are less likely to have a stage ombon diagnosis which impacts of
the decisions made about treatment offered andteaieoutcomes.

This selective literature review examines literatur relation to: rural people who
have cancer including barriers to screening aratrtrent, experience of treatment and
support required when living in rural and remoteaar, indigenous people and cancer
treatment, and the impact of travel distance oreatreatment. There is very limited
New Zealand (NZ) specific literature on rural aechote health although Australian
writers and researchers have usefully examinedr@beuof aspects or issues.

General issues

NZ rural people are recognised to have unequalsadeehealth services in genefal
andt to specialist services in particular,becadseseen costs through time away
from work, disruption to family life, and traveltirand relocation expend@s

Having to travel distances to seek health careasment in writing on barriers to
health care in rural areas. Rural areas often hagtelevels of deprivation and
families frequently do not have access to a rediaiehicle for transport and up to
79% of rural households have none or extremelytdichpublic transpoft.

Ambulance services are also limited with mainlywidéeer drivers who would not be
able to undertake ambulance transfers betweentabapd health care settings in the
way they might in an urban settfiig Transport time taken to access health care may
mean people are unable to be at their economicitgdidor several hours at a tirfle

A NZ rural health survey undertaken in 2001 (ptethe introductions of the Primary
Health Care Strategy with capitation payments ameéted GP part charges) the
Iarge;:ztlobstacles for rural people accessing heatwere cost (63%) and distance
(19%y .

Similarly in Australia, it is felt that people wlave locationally disadvantaged, have
reduced access to quality screening or diagnosticces and variation in treatment
services and as well people present later in theseoof illness consequently with
larger tumours which may limit treatment choft¢&4

Other issues known to affect cancer treatment prawviand access for people living
in rural and remote areas include: financial wardee to needing to take time-off
from work to support a family member including dinig them to the
secondary/tertiary health service and the resuttogis of travel and accommodation
particularly so if a child is involvéd In NZ there is limited flexible accommodation
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available for providing convalescence/intermedéates and overnight stays for
people whose homes are distant from health cailéis®.

It is known that rural people being treated fora@arexperience higher levels of
unmet need; higher levels of anxiety; poorer farfulyctioning due to limited
problem solving/communication/social roles; fantilyusehold/ child care disruption;
lack of local care; general disruption due to tresit facility and frequené§; lack of
appropriate informatidfl and experience isolation when treated for cancer i
secondary or tertiary centfésParticular challenges occur when people (often
children) have haematological tumours where rapidraencement of treatment is
necessary and transfers are often not well maffaged

Rural people have to balance the difficulty of fimgltransport and making the
journey (with huge travelling distances) against benefits of having specialist
treatmenf®* *°and better qualitative outcomes (pain contfolSome articulate
travel and transport as a barrier to obtaining eatreatmerif whereas others who
need specialist treatment do not rate these ismiassignificant impedimetit To
address this, some countries including Austral@ A financially support patients
who need to travel for cancer treatment. In Augtradarious schemes such as ‘The
Patient Transit Scheme’ have assisted people tiayébr treatment by funding their
travel (and for some accommodation c5t§, and work has been undertaken to
evaluate peoples satisfaction with these servisegedl as examining whether further
assistance is required for those to require foereked periods of tinfe *>

Wilkinson and Cameron (2004)ound that in Australia there was little evidemde
different risk factors, incidence or early detestad cancer between urban and rural
dwellers, however rural people consistently hadr@osurvival rates and a similar
study found those who live more than 58 kms hadaagy chance of survival from
lung or colorectal cancéf.

Additional disadvantages for people with cancea miral setting are being poSr
or/and indigenou&®* **? Indigenous people do not always want to be accodated
in the standard cancer treatment hostel settingsvdhrefuse radiotherapy or
chemotherapy for this reasdh Curtis, Wright and Wall (2005} found Maori

women have a higher age specific mortality fromcearwith causal factors including
differential access to primary health care, scragrreatment, referral quality of care
and similarly indigenous women in Ontario were lggsy to access screenitfy
Poorer people of social class 5 (least educatign)east likely to die in a hospiCé

In rural settings “.treatment decisions and outcoare determined by a constellation
of geographical, resource, cultural and commurocaiictors® (pg14). Having to
travel for cancer treatment may alter peoplesineat choices especially when they
are pootf® and when treatment is protracted eg breast consgsurgery where
radiotherapy is mandatof§ ***although having to travel for up to an hour for
radiotherapy does not reduce radiotherapy uptakeength of travel for complex
treatment may influence choice between differegdtinents (which may have
acceptability differences). For example, rural wortend to choose mastectomy for
breast cancer rather than the more acceptabletlw@aservation surgery plus

radiotherapy, because of the consequences of ti@edertiary treatment
centr&® 8219
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Overall, having to travel for treatment is knowrrésult in emotional distress for a
number of reasons including: separation from lowees; attempting to maintain
responsibilities whilst undergoing treatment; chogs treatment that takes you away
from home; dislike of cities/travel/parking etccierase costs of travel and
accommodation; and yet these issues do not appéardadequately addressed by
cancer support services

Access to primary care

The most frequent entry point into cancer treatnsentices is following a general
practitioner (GP) consultation leading to a diagsoar referral to cancer treatment
specialist. Therefore rural GPs and the primarytheare team have a pivotal role in
preventative screening, diagnosis, ongoing caresapgort.

NZ Rural GPs are predominantly male, aged betw&em@8 44 years, more likely to
have trained overseas and have smaller practiceggvaater through put. In certain
parts of NZ there has been a significant turn-@f&ePs and a GP may not stay in a
rural area for more than a few years. Their pagian¢é more likely to be from NZ Dep
deprived areas with Community Services Cards amdteer number being Maori.
The patients tend to present with similar probléongatient in urban settings;
however rural GPs order fewer tests and investigatands undertake a lower rate of
follow-up although rural practice nurses undertalgreater role and the practice in
general offers a greater range of sen/ieRural Australian practices are smaller
with less resources and higher turnover of GPsgapg in GP resourcéd these
issues were also noted in a study of NZ worfén

Internationally, rural demography tends to be glgeorer, have less private
insurance and a higher number of patients per Gipaced with urban settings
causing patients to travel greater distances fotea@nd preventative caféand this
may delay patients initial presentatidfi The number of primary health care
consultations declines with degree of rural andatemes$™. It seems that novel
forms of primary care including outreach clinicsiaxpanded roles for nurs&& 2
can improve access.

With disease progression, palliative and termiaaé often forces people to be cared
for and die outside of their community however thi®s not need to be the case in
rural areas. There is often exceptional communippsrt available to people with
cancer from rural communiti€é. With co-ordination™*, quality palliative care
services according to palliative care principlas, with adaptations to local
conditions and taking account of the ne¥dand cultural norms of indigenous people
118 can be delivered in rural areas as long as tisere/dlvement by general practice
ﬁgd general practitionérs and additional services can be made availabkegifiired

GPs may be less familiar with obscure cancer disgmand cancer treatment
modalities® however this does not appear to inhibit GPs olesérral to

specialist§'. Being a indigenous person also inhibits attendamrimary caré®
resulting in a reduced rates of screerfifighigher death rate of indigenous people in
some circumstances eg cancer of the cétvibhere is also limited access to
screening* and when screening is available, it may not talnigt risk rural women
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(such as indigenous and low income wom#mnd does not take into account the
particular issues that rural women have particylidthere is a positive resuft.

Access to specialist care

In rural settings, access to specialist medical@hn and/or specialised treatments is
limited and travel to a tertiary treatment cengram inevitability for many treatments.
All-age, all-condition survival comparisons betweghan and rural Australians with
cancer show those living outside metropolitan amgd rural areas are disadvantaged
in five year survival rates and lower socio ecormoatatus negatively augments this
differential**% In Australia, fewer people living in rural are&asn other areas receive
radiotherapy® and fewer people unless they have private inserane offered
access?'**to some types of surgical procedures, includiagtment for lung
cancef® and breast conservation surgery; this is partiguso if people are
disadvantaged ®2 Indigenous people are less likely to receive exyrdor lung

cancer and for males, prostate catféer

Admissions into hospital for cancer treatment aeoing less common and as a
consequence people are sent home quicker, sicllawi#tmless support; this is
particularly noticeable in a rural setting becaofthe additional factor of having to
travel long distances for treatm&ht
In contrast to Australian studfé€® ?° a similar New Zealand study was not able to
definitively link locational distance with pooreursival. The study identified being
Maori or an older person resulted in poorer suiMisaupper gastro-intestinal
cancet?’ although it acknowledged the relationship betwleeational distance and
survival as complex and noted there was a pooognasis for those living mid
urban/rural distances of between 51 and 100kms &@amncer or oncology centre.

There is variation about whether rurality and negdo travel distances for health
services influences preventative screening. Bdl{@2004}8 found those locationally
challenged anéf those economically plus locationally challengedenless likely to
attend breast screening ,whereas Kreher 1¥ad Pavlik (19957° found no
differences in rates for screening rural women. Atr& Davis (2002 found

public transport travel time had no influence oresaing, whereas McNoe (1996)
13%ound inconvenience and logistical factors influemeomen’s choice to decline
screening® Richardson et al (1994) found NZ rural women hadllar degree of
satisfaction as urban wonién

Ways of enhancing access to specialist care inalitieal home care consultations
via telephon® teledermatoscopy for detecting cancerous skiomssi and
telemedicine real-time videoconferencing for cargmretic counselling”.

Access to treatment

Cancer treatment centres ideally should be plasetiosae to patients’ home as is
compatible with high quality safe and effectiveviees ¢ However radiotherapy is
unique in that it has to be provided in a tertimeatment centre and requires people to
have often daily treatment for days to weeks thiaating difficulties with distance,
geography, cost of travel and accommodation, digion from family and friends

and consequent lack of adequate financial supfort

67



Internationally, treatment modalities such as rdmicapy are only available in
secondary or tertiary settings where high quaktyises are assured because of
adequate utilisation and quality assurance prosesk®vever this requires people
living in rural and remote settings to travel latigtances with significant cost, time
pressure and emotional stress; all these factossduarriers to accepting
treatment®® It is internationally recognised that althoughta0% of people with
cancer could potentially benefit from radiother&flyaccess rates are far below
this™°, particularly those with locatiorfdl **’and older age disadvantatfésAs well
there are often considerable delays in startiragment*°.

Anti-cancer chemotherapy can either be given ioséary/tertiary settings or less
aggressive regimes in rural and remote settingsnttherapy regimes delivered in
rural and remote settings may mean people witherashz not have to travel such
long distances and can be treated as outpatierilis stitl maintaining family and
work responsibilitie¥". However, there are recognised disadvantagesvindha
chemotherapy in rural settings, mainly due to swallimes of patients, which
inhibits staff skill development and maintenancd lmited quality assurance
procedures being undertaken. Quality issues idedtinclude: tertiary centres being
unaware of the limitations existing in rural anchae settings and making unrealistic
expectations; medication supply/storage/transportateconstitution issues;
competing work demands due to nurses needing tmdcurrent roles; limited
support from nurse/doctor/laboratory colleagueshteck medications or protocols/ or
provide comprehensive instructions/undertake blests/manage neutropaenia,
low/intermittent numbers of patients meaning losskill; lack of facility
policies/procedures/staff education and a genacil of staff to enrol into this work
and to be educated to develop suitable kills

Access to support

Basic needs are not always systematically evaluaiedhust always be prioritised.
These should always include an assessment of divesjgm of food, heating, house
hold goods, transport, finances, family and houspkey services, and childcate
There are some particular but generic areas, wieoiple with cancer identify as
important in the provision of support. These inéwdnveying the diagnosis in a
supportive manner; providing adequate immediatecagging information, through
digital and electronic means especially for peaghe are financially unlikely to have
access to these servit®s*® An identified support person throughout the renti
cancer experience was pivotal; this person codtnmthem about the various
services that were available (in the UK this wamnidied as the role of the
Macmillan Nurse). Minimising the impact of servigmvision restrictions including
funding for travel and provision of transport atsige was noted as essential, as was
referring to the local palliative care service seorather than latéf

Other support needs that people with cancer fiothlpmatic are transportation;
accommodation treatment, information on alternatigatments. Given (1994) points
out that people with cancer are not always awarehalt they need and what might be
available and that a through assessment wouldifgenipport needs.

Carers needs are not well recognised in the pravisf cancer care and need for

support, information or resources is not systerallji@ssessed. Silveira & Winstead-
Fry found that in rural settings while carers neatiere fewer in number they were
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unmet three time more frequently than patient nelddeds which carers noted as
very important werepersonal carencluding how to make a person comfortable;
what health issues to observe for; knowledge otetqnl symptom/health changes:
involvement with health caracluding need to keep informed of patients caodit
assurance that patient would be admitted if necgsisalp with emergencies need to
be informed of changesiterpersonal interactiomncluding need to communicate
with patient; need for comfort and support fromestfamily memberg”.

Girgis found rural women with breast cancer two arlf times more likely to
report a need for physical and daily assistancesi&eSimilarly Clavarino (2002)
found both patients and carers have unmet suppedswith patients having
moderate to high levels of unmet psychological sest carers having higher
anxiety kevels than patients resulting from hawmgssume more responsibility for
undertaking household tasks and organising newdiarrangement& Bain 2002°
found rural people wanted their GPs to act as aateo@ther than gatekeepers in
supporting their need for treatment and care.
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Appendix B Letter to GPs re Study

Re: Potential participants for the study aboutjtlueney of treatment and care for
people with cancer on the West Coast

This study funded by the Ministry of Health is abtmicommence on the West Coast.
The first stage of the study involves undertakimginviews with about 20
participants. As well as asking you to place pasteryour waiting rooms in order to
directly recruit participants, we would like youdssist us by identifying people with
cancer whom we can approach via a letter and witbvi-up by a third party not
directly involved in the research In order to dis fhlease could you suggest five
people from your practice including one person wdamtifies as Maori and supply us
with their names and contact details. The inclusiateria are as follows:

* Adults (18 years +)

+ Diagnosed with cancer (except minor skin canceirgjinvthe last five years

* English speaking and cognitively intact.

We anticipate that not all 5 persons you nominaliewant to take part and Danielle
Smith from the Cancer Society will follow up thété inviting participation to
determine a final list of particiants. Please pdevihe names and contact details of
potential participants on the form provided.

If you have any queries re the study please ddesitate to contact either Fiona
Doolan Noble: e-mailjohnnoble @xtra.co.nar phone; 03 755 5166; or Carol
Atmore; e-mailcarol.atmore@westcoastdhb.orgarzgphone; 03 768 0499 ext. 2550
Please note that this study has been approvedehyper South Island Ethics
Committee.
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Appendix C: Script to invite people to join the study

Draft Script for Danielle phoning people re pagation in the cancer mapping study

Hello (name) it's Danielle here, (there may be sgmeeral chat here). The reason for
my call is to ask you to consider being intervievesdoart of a cancer study currently
underway on the Coast; is now a convenient timerferto explain a little bit more to
you?

The study involves interviewing about 20 people wlwe had or are living with
cancer on the Coast. The researchers want to $pgaople who have a variety of
diagnoses, who are at different stages, are dcdréift cultural groups and who live in
different areas of the Coast to find out what pedbink about the services they have
received, what has worked well and where each pdesss the gaps are for them.
Each interview is expected to take no longer tham lwour and if you become tired
can be completed sooner. To help the researchalt aflcyou have said the

interviews will be taped and transcribed however wall receive a copy of the
transcription to read which you can add more conmimenif you think of something
which you feel is important once the interview ¥@n You do not need to answer any
guestions you would prefer not too. You may needestime to think about this
information before you decide whether or not tdipgrate do you have any
immediate questions.

Dependent on response:

Thank you for the giving me the opportunity to eiplthe study to you, it's been
good to talk to you and thank you for your time.

OR

Thank you for the giving me the opportunity to eiplthe study to you, I will put an
information sheet in the post along with a congemh and a stamped addressed
envelope. If you decide to go ahead just completeconsent form and return it to me
in the envelope provided. A researcher will thentaot you to arrange a convenient
time and location for you to be interviewed; yom cd course at anytime change your
mind. It's been good to talk with you and thank youyour time. If once you have
read the information sheet you have any other gquressplease don’t hesitate to call

me.
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Appendix D: Letter of approach to possible participants

LETTER OF EXPLANATION TO PATIENTS
Dear

Kia ora

| am writing to you to ask if you would be prepatedelp in a small study we are
undertaking as part of a national initiative to noye cancer services.

We would like to interview people living with canaan the West Coast about their
experience of the care they have received and hdsahelped and what hasn'’t. It
will involve discussing your experiences and how y@el about your care and
treatment, right from the time when you first thbtigou might have a problem.

Each interview should take no more than 45-60 nemaind we will tailor it to the
amount of time you wish to give. We can assurethatiwhat you tell us will be
treated in confidence and at no stage in the futiiteyou be identified in any reports
from the study.

To make the discussion easier we would like tonedgour experiences on an audio-
tape — this will make sure we do not miss anythirt if for any reason you do not
wish the discussion to be taped we will simply evgiour thoughts down on paper.
You will have the opportunity once we have typedhgcontents of the tape to have
the audio tape sent to you.

Please do not feel under any pressure to takerptuis exercise — we do not mind if
you say ‘no’. If you decide not to participate thiscision will in no way affect your
future health care. If you have any questions yould/like answered prior to making
a decision regarding participation please phonétuecer Society rooms on 03 768
9557. If you wish to take part in the study pleessplete the consent form and place
it in the stamp addressed envelope provided. ufagree to take part a researcher
will contact you to make arrangements to intervi@u. The interview will take place
at a venue and time of your choice. You can attang decide you do not wish to
take part and you can refuse to answer any ofulestepns put to you.

Thank you for considering this project.

Yours sincerely

Fiona Doolan Noble
Lead Study Investigator
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Appendix E: Consent Form

CONSENT FORM for participation in interviews for We st Coast Cancer Study

Before consenting to take part in the study pleaad the following statements:

I understand that the interview will be audio-taped

* lunderstand that all information gathered durimg ¢ourse of this study will

be anonymised so that no one can track back inficmm#o a specific person

* lunderstand that the interview may range betwée0minutes but will be

shorter if you are tiring

* lunderstand that at anytime during the interviesan decide to refuse to

answer questions put to me.

* lunderstand that at any time during the interviean decide to end the
interview
Please tick which ever statement below applie®to y
1. 1do not wish to take part
2. 1 do wish to take part

Request for interpreter: please tick the relevamt b

English | wish to have an Yes No
interpreter

Maori E hiahia ana ahau ki Ae Kao
tetahi
kaiwhakaMaori/kaiwhak#
Pakeha korero

Cook Island Ka inangaro au | tetai Ae Kare
tangata uri reo

Fijian Au gadreva me dua e lo Sega
vakadewa vosa vei au

Niuean Fia manako au ke E Nakai
fakaaoga e taha tagata
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fakahokohoko kupu

Samoan Oute mana’'oialais loe

fa’amatala upu

A\1”4

Leai

Tokelaun Ko au e fofou ki he ting loe
ke fakalilu te gagana
Peletania kin a gagana
na motu o te Pahefika

(@)

Leai

Tongan Oku ou fiema’u ha lo
fakatonulea

Ikai
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Appendix F: Interview Schedule for people receiving active
cancer treatment

Interview Spine

Open with: | know very little about you, would youind telling me about
when this all started for you?
o0 Probe what prompted them to do something

o Probe about their first contact with primary care

How did you find the referral process/wait for g8sWas it ever suggested to

you that you have tests done under the privatesyat

What happened then (probe for the story of recgitie diagnosis)

How did you feel the diagnosis was communicategbigd?
o Were your family given the opportunity to spealateelevant person

and ask questions

+ Sometimes there are a variety of different choafésred when you have a
diagnosis of cancer. Were you offered choices diggryour treatment?

Were you asked to consider private options?
How did you go about making a choice (they mayldaft it up to the Dr,
but maybe not. Look for impact of being Rural &R&e on treatment
choice- money, transport, impact on family)
When you received treatment or while receivingttreat what has worked
well and what not so well for you? For example pesing to the point of

treatment been an issue

How has the process of being followed up workedytmr?
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o Probe: have appointments been given at appropiaés; has it been
easy to change appointments; has transport tqpih@reiment been an

issue?

Could you tell me during this period what has hdlpeu the most?
0 (probe for person/organisation or a resource)

What do you feel has been the least helpful?
0 (probe for a person/organisation or a resource)
o Probe interfaces between health professional/carers

o0 Probe access/transport/financial/communicationidyarr

How did you find out about other services/orgamiset you mentioned such

How has the cancer impacted on other aspects oflje@part from your
health
o Probes: financial cost — losing job, cost of gettio appointments, cost
of appointments with GP, cost of medication; losote, loss of social
life
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Appendix G Interview schedule for those receiving palliative
care

Palliative care interview schedule

Intro statement something like.l have very information about you except | know
you have had a diagnosis of cancer

1. What can you tell me about your experience withcearfor on the cancer
journeyor any other terms they may have yssal far(if they mention transport
or access or treatment choice issues- tease dahisapoint)

2. Can you tell me a little about the services youehb@en involved with?

| want to focus particularly on the services thatdrbeen supporting you in the
most recent stages of the illngdesaybe avoid the term palliative unless they use
it- there may be some disquiet about how muchkhew about their stage of
diseasg

3. Who have been caring for you (tease out if theeetessam approach who does
what) GP practice nurse, district nurses

4. How do they communicate? Has this been any betteocse than at other
times in your illness?

5. At the moment what are the most important requirgsigour care team/family
need to support you? (tease out any gaps | wouldleroabout after hours
provision of service, respite care, acute symptamagement including giving
of Morphine and management of grasbey pumps, pelsiaying seeking help
because they know staff are busy)

6. What have the most helpful thing they have done?

7. What is the least helpful thing they have done?

8. Where has most of your care been given (homehogse, hospital)

9. Have you at any time wanted to have respite caeg (med to spell out respite
care)?

10.How do you think your family/support people/whamaanaging?

11.Have you thought about where you would like tongour last (tease out if they
say they don’t have a choice)

12.Who will you want to be caring for you?
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13. How do you think services to people who are aetiekof life on the West
Coast could be improved?
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Appendix H: Survey Instrument
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Appendix I: Survey instrument for bereaved relatives
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Appendix J: Letter inviting people with cancer to take part in
the survey

Dear

You may be aware that the West Coast District Health Board is conducting a study
regarding what it is like to be living in a rural area with a diagnosis of cancer. This
information will be used to ensure that the District Health Board tackles the issues
that have a significant impact on people living with cancer on the Coast.

Twenty people living with cancer on the Coast have been interviewed. During the
interviews various points about the systems of care and support have been raised by
those being interviewed and the study team would like to explore them further
through a survey of all those living on the Coast who have cancer at any stage of
their treatment or care. The survey will provide a double check, if you like, by
establishing whether or not the issues that arose out of the interviews apply just to
the twenty people interviewed, or are widely accepted as key issues for people living
on the Coast with cancer.

We would be delighted if you would be willing to fill in a brief survey form; however if
you would prefer not to, that is also fine and will not in anyway affect the care you are
given. It is possible that this letter may relate to the care of a loved one in your family
who may have passed away recently. We would value your comments as a family
member immensely, but will completely understand if you would prefer not to take
part.

If you do not wish to take part please phone Danielle Smith at the Cancer Society
03 768 9557 and she will let the study team know.

If you wish to take part in the survey, you do not need to respond and the survey
form along with a stamped addressed reply envelope will be sent to you shortly.

Thank you for taking the time to read this letter.

Kind regards

Fiona Doolan-Noble

Lead Study Investigator
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