Patient personas

Marcia

31-year-old mum, chartered
accountant and proud resident of the
island for 25 years, where she lives
an active lifestyle filled with running
and cycling.

Diagnosis: Stage 1c Lobular
Wants, needs, behaviours

A care plan that is empathetic to
her age and family needs

The best support her insurance
can cover

Clearly explained care plan,
including scientific reasoning and
options

Private Basic Health Coverage

81-year-old widow and retired school
teacher who additionally requires an
urgent hip replacement.

Diagnosis: Metastatic
Wants, needs and behaviours:

Clear communication of
appointment schedule

Emotional and physical suppor
as her daughters live in the US

Nervous about the possible delay
to hip replacement

Future Care insurance

42-year-old single mum of three,
who splits her time between working
at MaxiMart and cleaning at various
different hotels. Marcia’s strong
religious beliefs influence her
attitude to traditional medicine.

Diagnosis: Stage 2
Wants, needs and behaviours:

Financial support to receive
urgent care despite no insurance

Proactive engagement from
medical staff

To lose weigh

No insurance

PHASE

GOLD STANDARD
TIMELINE (UK NICE)

TOUCHPOINT

INDICATIVE TIMELINE

Phone

In person
(home)

In person
(setting)

Paper

CHANNELS

@OE®®®

Online

Email

GAIN POINTS

The positive experiences
which enhance the journey
and exceed citizen and staff
expectations

EMOTIONAL JOURNEY

An illustrative scale from -3 to
+3 to track the movements in
the citizens’ emotional journey
across the touchpoints

PAIN POINTS

The negative experiences
where the system is not
meeting expectations from
the perspective of both
citizens and staff

DATA & INSIGHT

FINANCIAL FLOW

CAPABILITY GAPS
High-level identification of

the core driving capabilities
that would have the greatest
impact on citizen experience

Breast Cancer Pathway (current state)
An illustrative current-state experience of the end-to-end breast cancer pathway, from the perspective of the three personas to bring it to life*

Early intervention and prevention

Identification of issue

T\

Referral for suspected cancer to
first treatment: 62 days

Referral for suspected cancer to
diagnosis: 28 days

Referral for suspected cancer to first
outpatient attendance: 14 days

Initial assessment

14 days

| learn about | learn how to | attend my | attend my
lifestyle choices to carry out a annual GP annual physical
minimise risk of breast self- physical and and am referred

Cancer examination am suggested to specialist
lifestyle lifestyle support

improvements e.g. dietician
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Joy Covie-19 proactive outreach: Covid-19 has led 1o some great ways of working (e..
GPs checking in on all older people to ensure they have someone to do their shopping,
confirm respect form etc.)

g Routine checks: As part of a patients annual physical, a breast exam is included, and
the GP asks if they would like to book a mammogram. This helps engage patients in
their care and establishes a routine of getting checked

(0]

@000000

i Inaccessible early intervention methods for under and uninsured: Patients need
to pay or have insurance in order to access early intervention activities such as regular
mammograms and regular health check-ups. This can result in the cancer growing and
spreading for those that do not have the means to attend these appointments

j Uncoordinated referrals between organisations: There appears to be
[© uncoordinated referrals between organisations to identify and prevent citizen issues
from worsening; some organisations are unaware of the referral pathways that exist

a
o Preference for treatment over self-care: it can be the case that itizens feel fobbed
'© off" if referred for alternative programmes or self-care, preferring to have a formal

medical diagnosis and treatment instead for their issue(s)

| feel a lump / | research | contact my | feel unwell lam
notice what to do GP to notify and visit the
somethingis online them of the
visually not issue
right
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"‘ Time burden on gency Dep: staff of urgent scans / tests:

@ The emergency department can request urgent scans and tests but this means they
are responsible for getting and interpreting the results, even if patient is referred back
to the GP, which is a time burden on their busy schedule

i Insufficient capability to track patient responsibility: Faxing referrals and results

© from the ED to GPs is not sufficient due to inability to track and trace when
responsibility of care has been transferred, which can lead to extreme circumstances
when patients drop out and can result in legal action being taken

a :
e, 1o internal controls to follow up on care: No contrals in place to ensure that
'© emergency department referrals back to GPs are followed up on by GPs, meaning
patients can fall out of the pathway

j Inability to make fully informed decisions out of hours: No on-call oncologist can
slow down the emergency department part of the pathway as they don't have
immediate access to specialist knowledge and advice to make fully informed decisions.

i Patient drops out despite emergency presentation: Under- and uninsured patients

I© easily drop out of the pathway after an emergency department presentation because
they cannot afford to go to the GP for the follow up, or they do not have a GP so the
referral is lost in the process of referral to PCMH

examined by
the ED doctor

Diagnostics

62 days

28 days

Decision to treat to first definitive
treatment: 31 days

f.;\ () 4.14)

(4.15 )

31 days
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Treatment

Timeline key

Start of timeline

End of timeline (:_

Touchpoint key

:‘,‘ Optional touchpoint OOff—isIand touchpoint

Ongoing care

diagnosis: 74 days
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*All views captured in this document are those of the colleagues and citizens interviewed
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j Choice of site available: Lots of ultrasound sites available on-island, meaning there
© is a choice of site based on patient preference and appointments can be acquired
quickly
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Of patients in
Bermuda wait longer
than the NICE
guideline for time
between referral for
suspected cancer to
diagnosis
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., poctors requests for When patients express a desire
@ for more information, doctors take the time to ensure they provide print-outs and

relevant detailed information

i Faxing biopsy results: Faxing biopsy results to the GP is convenient as doctors
(@ arent on their email during the day, meaning patient information can be looked at
without delays

j Clear advice to bring a friend or family member to appointments: Doctors

(@ recognise that patients are unable to take in and retain all the required information in
appointments, so the presence of a friend or family member to take notes and support
the patient is critical
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Decision to treat to first definitive Qe 55 o @;

treatment: 56 days

Of patients in
Bermuda wait longer
than the NICE
guideline for time
between diagnosis to
first treatment

Of patients in
Bermuda wait longer
than the NICE
guideline for time
between urgent
referral to first
treatment
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Surgeons provide reassurance: Surgeons take the fime to clearly explain the 5, Out-or-hospital scanning: Opions avalable ouiside of hospital for scans (eg. MR),
surgery, using diagrams and drawings to clearly convey the messaging which results in ' meaning patients can get appointments quicker if they have sitable insurance
patients feeling reassured, and even confident when leaving the session.

Doctors provide reassurance: GP is reassuring to patients regarding the length of
wait times for surgeon appointments

Provision of documentation is useful: Patients are given a chemotherapy and
radiotherapy booklet which is useful to read through post-appointment and answer any
FAQs
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"‘ i i Each of the four facilities have
© varying equipment and timeframes for results. Ladies scanned at BCHC tend to have a
smoother experience in terms of recall and second appointments

"‘ Reliance on the internet to set expectations: Patients are often very unclear about
‘© the pathway and resort to finding information on the internet, which is not always
accurate or specific to Bermuda

j Confusing messaging about the quality of on-island care: There can be confusion
@ when GPs jump to recommend off-island care as it can make patients doubt the quality
of what is available on island

"‘ No live reporting on mammograms: The lack of the capability to complete live

© reporting means that sometimes ladies have to come back for a third appointment if
the overseas mammographer requests another angle or area that would have been
able to be done in the same appointment if read live

j Difficulty getting i with ists and Limited numbers

© of oncologists / surgeons on the istand means that calendars fill up very quickly and it
can be difficult for administrative staff to fit in urgent referrals: “urgent doesn't always
mean urgent in Bermuda”

Unclear expectations of timeframes to receive test results: Patients often feel
responsible to chase up doctors on test results

“Unacceptable” wait times: Having to wait 2-3 weeks for appointments is deemed as
unacceptable by both patients and physicians, especially where the cancer is
aggressive and patients can “feel the cancer grow” as they wait between appointments
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§, Pusnier patients can access earler appointments, regardiess of need: Patients

(@ who are proactive in repeatediy calling oncology or their doctors can enable them to
get earlier appointments

j Disjointed handover of scans from on- to off-island: In some instances, a physical
(© CD must be bumed with a patient's scans and couriered over to US appointments.
This is not a seamless process and can cause delays in the process

j The feeling of having to “beg” for appointments: Patients are anxious to get
@ appointments and feel desperate to get appointments as soon as possible

j Lack of urgent pathway protocol: If surgeons need an urgent MRI or CT then they

(@ have to take the time to call radiology as only they and the Chief of Radiology can
accelerate cases, and calls must come from the surgeon/doctor. This takes up
significant time for both parties

j Vacation leave delays: Only one radiologist completes breast biopsies on island,

@ which results in a backlog of patients when they take time off. Although a covering
doctor pencils in the most urgent cases, all appointments must be approved by the
radiologist on their return. Patients can end up waiting a considerable amount of time
for and not have ly manage

' Delays in getting MRI results: Patients are anxious and frustrated having to wait for i Paper based systems cause knock-on delays: Diagnostic imaging schedulers will
© results which could have life changing consequences. Often they attempt to call the @ only call the oncology administrators with the appointments, meaning that they have to
oncology department over and over again but without being able to get an update on stop what they are doing to manually write down all the appointments to then relay to
the status of their results patients, leading to delays in other more critical work

Dependence on General Practitioner to get MRI results: Patients can find
themselves having to rely on their GP to chase delays in getting MRI results resolved.
This can lead to inequality of access for those less empowered to talk to their GP

§, Dav o biopsy appointment impacts time to receive results: There can be delays
(@ in receiving pathology results as QUEST can take 3 days to process samples from
arrival, but this takes longer over the weekend and if there are American holidays

§, Wit times for biopsy resuits delays treatment: No ive reporting at mammograms 2
© means that no immediate biopsy is available, instead ladies have to wait to get a
biopsy appointment and then subsequent result (7-10 days) and this waiting can be
stressful. This also delays treatment as only when the result is returned can the patient
then be referred to the surgeon, where they must wait again for an available
appointment

J, patients i i prepared for appoi The oncology administrators
@ only have capacity to carry out prep calls the day before the patient's appointment.
Despite being told of the requirements when the appointment was arranged, some
patients are insufficiently prepared for appointments which can cause delay or extra
work to get them ready in time e.g. urgent blood tests or fluids

§., surgeons do not always have all the necessary information from GPs: Patients
@ can arrive at surgeon appointments with critical information missing, and the surgeons
are dependent on getting timely information from the GP which is not always the case.
This can mean that they appear unprepared to patients

5, Acitional biopsy tests lead to adtional delays: When biopsy is sent avay for
@ extra tests, this is reassuring to patients but can lead additional delays of 2-3 weeks

§, Detivery of diagnosis can be insufficient: On occasions, patients fet that diagnostic
news was insufficiently delivered and “half-arsed”. Additionally, patients may i Surgeons do not always have all the required results for patient appointments:
misunderstand that they have cancer, or selectively hear, making patient engagement (© Some patients experience long wait times for biopsies and resuits - as there is only
in treatment difficult one doctor who does breast biopsies, there can be a wait

No access to administrative details at the weekend: Oncology administration staff P i

do not work at the weekends which means there is no central contact for patients J Limited capacity of key people causes delays: Some patients experience long wait

should they have questions and queries over the weekend (@ times for biopsies and results - as there is only one doctor who does breast biopsies
and can read breast MRIs, there can be a wait

§ "o PET scanner on istand: No PET scanner on island dus to the logistica
(© complications of flying it in. This means that patients have to travel off-island, which

jo Unclear patient prioritisation: It is unclear to oncology how their patients are
can be undesirable for patients (e.g. financial strain, unwilingness to fly)

prioritised in radiology, and thus if a patient is urgent then the doctor must call up the
radiology department themselves to request an urgent scan

e Lack of patient empowerment: Some patients are not empowered (0 play an active
@ role in the pathway, meaning that they can experience delays when they receive
appointments but don't follow up

Faxing biopsy results: Faxing the biopsy results to the GP is harder to trace and
track, meaning results may be lost and there is unclear transfer of responsibility. This
delays patient treatment
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j Access to off-island medical records: Oncology physicians and administrators have
(@ access to the certain off-island medical records, which can facilitate a smooth transition
between off- and on-island care

j Reassurance of Tumour Board: Patients feel reassured about their care pathway
] knowing that their case is discussed at the Tumour Board

j Quality of oncology nurses: Nurses are wonderful and take the time to understand
@ patients’ personal situation, "lovely and supportive, upbeat and wonderful”

i Poor communication of clear results: Receiving the clear pathology report post-

@ surgery should have been a real high, but the oncologist glazed past it as if it was
nothing. There was a lack of empathetic communication at times, and they admitted
they "thought someone had already told you"

i Busy administration can appear ic: Despite their
@ patients didn't get a sense of reassurance of messages getting through to the relevant
doctors

i Inconsistent reporting back to GPs on progress of tests and results: Reliant on
(@ the patient reporting back to GP or the GP having to chase relevant parties due to slow
and unreliable nature of Citrix

j Fax referrals can be lost: Referral by surgeon to Medical Oncologist is via fax and
'@ the delivery is not always checked, meaning that sometimes patients fall through the
gaps

i Follow-up questions impact down stream patient experience: Patients often have

@ follow-up questions after appointments, which can put significant time pressure on
doctors. Although they take the time to answer, this time pressure can have knock-on
impact of other areas of the patient experience e.g. being suitably prepared for
appointments, having longer sessions with patients

i Oncotypes cause delays: Oncotypes can take 2-3 weeks to turn around due

@ variables such as insurance, paperwork and payment. Treatment cannot progress until
the results are back so this creates delays and nervousness by patients keen to get
going with treatment

"‘ No ti radiology on-island: No radiology suite on-island,
(© meaning that patients with metastatic breast cancer must fly off-istand for these
services and feel removed from their home support network of family and friends

Transfer of information to off-island services: Some off-island healthcare providers
do not accept electronic transfers of scans, so information must be transferred by a
disc, which is difficult and may cause delays for patients
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"‘ Detailed notes from doctors: Certain doctors write very good notes with referrals and
@ dates, making the patient pathway clear.

"‘ isation of patient i Patient needs are catered for and
© accommodated at every turn in BCHC. For example, staff are more than happy to
come out and collect patients from the car who need additional support

j CT simulations cause delays in starting treatment: CT simulation appointments at
© the hospital are limited to 3 slots a week and so it can take a few weeks to even get an
appointment before then having to wait for the result and starting radiotherapy

Difficult for patients to keep track of appointments: Patients are provided an
appointment card which they often misplace, meaning increased demand on
administration colleagues when they call to request appointment information

Cover of key people is ineffective: If an administrator has time off then there can be
a delay with off-island referrals because the colleagues who cover do not have a
detailed understanding of the intricacies of off-island care

j Patients are unprepared for appointments: Patients turn up to appointments at the
@ hospital but they don't know who it is with, where to go or who called them originally
which makes it difficult for the receptionist to support them
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' Delays in receiving pathology reports: Patients can experience a delay in getting
® pathology results as the pathologist doesn't know who the surgeon is so the result has
to go back to the GP and then to the surgeon's office

§, Limited on-siand reconstruction options: Limited cheice of reconsiruction surgery
if insufficient cover to go abroad, due to one plastic surgeon on the island

J Financial burden of cancer treatment: HIP / Futurecare patients are only covered for
75% of the costs so are still left with the burden of paying for 25% of the cancer bill

i Involvement of GPs: GPs are copied inconsistently onto oncology notes, or receive
(@ them weeks after results or treatment

§, Retention of doctors: There are issues with the retention of doctors, meaning
patients may be uncomfortable switching doctors halfway through their treatment
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Provision of additi i i
to show pictures and X-rays to patients to clarify questions or when requested

jo Strong relationships with key off-island administrators: The oncology

administrators aid the integration of off-island care due to their good relationships with
the main hospitals (e.g. Brigham & Women's). Patient notes can be easily shared with

these hospitals to make off-island treatment more seamless
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j Hospital bed shortages delay surgery: Women undergoing a mastectomy require
L] inpatient admittance but must wait for a bed to become available. The surgeons have
to proactively push to get their patients in

j Results not ready for post-op appointment: Frustration from patients when their
@ surgery pathology results are not available at the post-op appointment and next steps
are thus generic rather than specific

Delays in referral to PALS: Referral to PALS can be delayed due to competing
@ priorities for the surgeon pre-surgery, which can result in the patient having to stay in
hospital longer than desired.
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3o oo c between the oncology and
radiology department is poor, with the radiology department often not picking up the
(@ radiology d ith the radiology dep: f picking up thy
phone, causing delays for patients and difficulty collaborating to deliver the best patient
care

i Oncologists dependent on quality of GP notes: Oncology physicians are

(@ dependent on the quality of notes provided to them by a patient's GP, though the
quality of notes is not standardized and may be sub-par. This causes delays for
patients as oncology physicians may need to contact GPs to clarify notes.
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§, Ineauitable access to offisland services: Patients with top insurance can receive
(@ off-island treatment without referral, but upon re-entering the island it is more difficult
as they haven't been captured in the tumor registry yet. Meanwhile, patients with lower
levels of insurance must be referred by specialists before receiving off-island
treatment, indicating unequitable access to treatment based on insurance level
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staff take the time
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Positive ambiance of BCHC: The environment at the BCHC is comforting with the
high ceilings and big windows creating “an atmosphere of a sort of spa”

Provision of support to soothe radiation side effects: Weekly nurse meetings at
BCHC are praised for providing soothing creams and cooling pads patients require

do
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Availability of radiotherapy: Very good treatment options for a jurisdiction as small
as Bermuda. Availability of on island radio therapy prevents women having to travel off
island for many weeks to receive treatment away from their friends and families

Experienced nurses: Chemo nurses in the oncology department have 30 years of
experience each, and can work autonomously in a nurse-led system. Patients can be
confident that their nurses are experienced professionals.
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| have lamtold | | am referred | attend an lattend a | am referred | receive a | attend the lam | am notified | attend | am told the | liaise with my | receive | am advised | am notified | attend | wait for an | receive a | attend my | fly off- | attend PET | am advised on | attend my I fly off- I meet with the I have a | fly off-island I'am notified of | attend surgery I recover from | have | attend post-op I am notified of | amreferredto | have a follow- | receive my | attend my I have follow-up I have first I have a check- | finish I begin hormone | amreferred to | attend Radiology | wait fora CT | attend CT | begin | get support I 'have a check- | attend final | recover from | receive I fly off-island | book and | attend follow- | am advisedon | attend annual | attend annual | am referred to | speak with a | receive care lamreferred to | move to Agape
scans/tests have tothe GP/ appointment GP fora reminder for a mammogram contacted to I'need a biopsy biopsy is insurance biopsy on a surgeon of a surgeon appointment MRI/CT pre-scan MRI/CT island for scan the need for further specialist island for surgeon to consultation for surgery surgery date surgery reconstructive appointment oncotype test a medical up appointment medical medical questions so chemotherapy in with my chemotherapy therapy a Radiology Oncologist simulation simulation radiotherapy from the in with my radiotherapy radiotherapy appointment for for specialist attend regular up mental health mammogram examination PALS PALS from PALS Agape House House
organised by suspected Hospitalist / at PCMH appointment mammogram / mammogram appointment have a second biopsy appointment being sent company about results from appointment and learn scan prep call scan PET scan appointment  tests (e.g. a USS test specialist discuss results, with the surgery with surgeon and await oncologist with the oncologist oncologist contact the session medical O istand i to appointment appointment radiotherapy Radiotherapy session specialist treatment blood test appointments support and representative
the ED cancer PCMH & have an ultrasound appointment mammogram overseas for the payment of my GP about my appointment appointment guided biopsy, MRI  appointment tests / scans diagnosis and reconstruction and receive results surgeon appointment appointment medical oncologist receive discuss nurse Oncologist treatment appointments with Medical getting back to
examination detailed overseas testing surgical Liver, MRI Biopsy) treatment plan specialist surgery and discuss oncologist appointment radiotherapy Oncologist normal life
analvsis ontions patholoav treatment time treatment plan
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j Loans for under- or uninsured patients: The Lady Cubitt Compassionate
@ Association (LCCA) provides loans to the under- and uninsured, but this must be paid
back in time

i Commitment to engaging patients in their palliative care: Palliative carers talk to

© patients in later stages about their wants, in terms of being in hospital, home, or at
Agape House, empowering them and accommodating their wishes. Patients are
communicated with in a variety of ways in terms of end-of-life

j No formalised survivorship programme: Doctors advise women on different
@ avenues of support but there is no one consistent programme

Inconsistent referral process to PALS: Doctors have to complete the referral
documentation to PALS but this can be done in an inconsistent manner

j Referrals to PALS can be too late in the pathway: The PALS service offering can

(@ be misunderstood by physicians, meaning that patients do not receive the necessary
support early enough in the pathway. Additionally, patients who are referred late to
palliative care do not have time to built relationships with carers

No clear role for GPs once referred to PALS: Patients referred to PALS feel like
their GP has dropped them, as there is no clear role for GPs when the patient is with
s

j Difficulty referring to PALS: The PALS referral form is difficult to fil out, and must be
© completed by a doctor. Other palliative carers at the hospital, who have a relationship
with the patient, will email PALS to help them provide the best support
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Hospices are usually full: Palliative care hospices are small and usually full, meaning

@ patients may be on a waiting list for a long time, causing stress

"‘ End-of-life coordination: Hospices need a coordinator for end of Iife, to make patient
© experience more smooth and less stressful

j Patients omitted from referral to PALS: Some patients are left out of the referral
© conversation to PALS if doctors haven't seen them recently

j Patient ideas about palliative care: Patients have different ideas about what
@ paliiative care is, which impacts how people approach and engage with it
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j Funding for under- or uninsured patients: PALS offer funding to the under- and
@ uninsured so they can get subsidised treatment they would otherwise go without

j Capability to provide at-home care: PALS play a critical role in ensuring that patients

] can recover at home rather than in the hospital. Their nurses make home visits and not
only provide medical support but emotional support and physical advice on topics such
as bras and prosthetics

,“ Patients unwilling to leave for palliative care: Patients may not wish to leave

@ hospital for paliative care until they have spoken to their oncologist, but this is not
often possible as oncologists are very busy. Patients may feel abandoned by their
oncologist
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§, Unctear notes from oftistand services regarding palliative conversations: It is
@ ifficult to work out what a patient has previously been told in regards to organizing
discharge and devising a programme of managing symptoms moving forward
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