ORIGINAL SCIENTIFIC PAPER

MIXED METHOD RESEARCH

Faculty of Health Sciences,
Eastern Institute of
Technology, Taradale,
Hawke's Bay, New Zealand

J PRIM HEALTH CARE
2013;5(4):322-329.

CORRESPONDENCE TO:
Bob Marshall

Faculty of Health

Sciences, Eastern

Institute of Technology,

PB 1201, Hawke's Bay

Mail Centre,Napier

4142, New Zealand
bmarshall@eit.ac.nz

322

Implementing a Continuity of Cancer Care
nursing role into a New Zealand primary
health organisation—the patient's perspective
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ABSTRACT

INTRODUCTION: A Continuity of Cancer Care pilot project was established in two urban general prac-
tices, with the goal of improving cancer care and patient access to services. Practice nurses were engaged
as coordinators to implement a model of care and patient navigation to offer continued and consistent
care, and to assist the patient to navigate their cancer experience.

AIM: The aim was to evaluate the effectiveness of the Continuity of Cancer Care pilot project.

METHODS: Patients enrolled in the pilot project were invited to participate. Each participant completed
a Patient Satisfaction Questionnaire and SF-12 Health Survey, and was then invited to take partin an
interview. The evaluation framework utilised concepts of informational, management and relational
continuity.

RESULTS: The SF-12 subcategories of physical functioning, role physical, bodily pain and role emotional
were lower than other results from cancer patients in the literature. The Patient Satisfaction Question-
naire and interviews indicated patients were satisfied with the relational continuity components of the
project, but that gaps existed within the management and informational continuity aspects of care.

DISCUSSION: Overall, the participants were satisfied with the Continuity of Cancer Care programme
and valued the support, clarification and listening aspects of the programme. However, when evaluated
in relation to a more comprehensive definition of continuity of care, there were distinct gaps. While the
relational aspects of continuity of care were mostly achieved, the management and informational aspects
appeared to be limited primarily to nurses acting to interpret hospital and general practitioner comments
for patients.

KEYWORDS: Cancer; continuity of patient care; general practice; nurses; nursing evaluation research;
primary health care

Introduction Primary Health Care Strategy emphasised the im-
In 2001, the New Zealand (NZ) Government and  portance of the collective body of the health care
the NZ Ministry of Health (MoH) released the

Primary Health Care Strategy, with a vision that

team to deliver services to the community, where
doctors were no longer considered the principal

‘people will be part of local primary health care providers, but where ‘teamwork—nursing and
services that improve their health, keep them community outreach [were] crucial’ (p.6).!
well, are easy to get to, and co-ordinate their on-
going care’ (p.vii).! This strategy called for an in-  The Primary Health Care Strategy was under-
tegrated approach to health care which addressed ~ pinned by the principles of the New Zealand
health inequalities and provided the client Health Strategy, within which primary health

continuity of access to health care services. The care was seen as a service priority.” The strat

VOLUME 5 - NUMBER 4 - DECEMBER 2013 JOURNAL OF PRIMARY HEALTH CARE



ORIGINAL SCIENTIFIC PAPER

MIXED METHOD RESEARCH

egy provided the District Health Boards with

a template to manage the delivery of primary
health care services through the implementa-
tion of primary health organisations (PHOs).

The implementation of the Primary Health Care
Strategy by PHOs has helped to move the focus
from secondary and tertiary health care back to
its roots within the community, where services
were to be organised to provide continuity of care
to the people they served. This meant that the ap-
proach for patients would be away from episodic
care and instead towards having a usual source
(i.e. continuity) of care where they could develop
important relationships with the health care

team and could rely on this team for information,
advice and help over time. This Primary Health
Care Strategy also suggested that, due to the in-
creasing complexity of care, this coordination and
collaboration of health care services would re-
quire greater expertise in individual practitioners.
It would also lead to the need for well-trained
primary health care nurses, seen as ‘crucial to the
implementation of the strategy’ (p.23).!

Implementation of a continuity
of cancer care nursing role

The Continuity of Cancer Care pilot project com-
menced in August 2009, in two urban general
practices in NZ. The goal of the pilot project
was to contribute towards improving the quality
of life for patients diagnosed with cancer by
developing integrated health care between allied
providers, including specialists, complementary
and alternative health, and general practice.
This project is consistent with the New Zealand
Cancer Control Strategy Action Plan 2005-2010
framework, which includes a focus on reducing
the impact of inequalities with respect to cancer
and ensuring patient-centred and integrated care
for those with cancer, their family and whanau.?
The Cancer Control Taskforce in their Action
Plan stated that:

Patient-centred co-ordinators have been shown to
help patients on their cancer journey. Different
systems of patient care co-ordination need to be pi-
loted and assessed and the most appropriate method
of ensuring each cancer patient gets to where they
need to be - and are supported in doing so—is ac-
complished. (p.56)°
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WHAT GAP THIS FILLS

What we already know: Inequalities with respect to cancer impact on

a patient's quality of life and can be exacerbated by a lack of continued and
consistent care. The Continuity of Cancer Care pilot project aimed to contrib-
ute towards improving the quality of life for patients diagnosed with cancer
by developing integrated health care between allied providers, including spe-
cialists, complementary and alternative practitioners, and general practice.

What this study adds: This study evaluates the Continuity of Cancer
Care pilot project from the patient's perspective and identifies where they
perceive there are gaps in the continuity of their care. These gaps suggest
issues with regard to management and informational continuity need to be
addressed in a more targeted manner.

The conduit between patient and health care
providers in this instance would be the prac-
tice nurse who would be engaged as a Cancer
Care Coordinator to implement a working
model of care and patient navigation in order
to offer continued and consistent care, and

to assist the patient to navigate through their
cancer experience.

According to the agreement between the PHO
and the participating general practices of the pro-
ject, continuity of cancer care refers to individu-
alised assistance offered to patients, families, and
caregivers to help overcome health care system
barriers and to facilitate timely access to quality
medical and psychosocial care. It was intended
that this intervention would involve working
with a patient from diagnosis through all phases
of their cancer experience. The aim of the evalu-
ation study was to assess the effectiveness of the
pilot via the patients’ perceptions of the project
and the patients’ evaluation of their health and
quality of life.

Methods

All 31 patients, who had varying stages of
disease progression and were enrolled in the Con-
tinuity of Cancer Care project between August
2009 and May 2010, were invited to participate
in the evaluation by the practice nurse. A sequen-
tial, mixed method design incorporated two ini-
tial surveys of the patients in the project, which
were followed by a series of 11 individual patient

323



ORIGINAL SCIENTIFIC PAPER

MIXED METHOD RESEARCH

Table 1. Semi-structured interview questions

Providing continuity of care

What does continuity of care mean to you?

How do you feel satisfaction with care differs from continuity of care?

How is continuity of care important to you?

What role do you see your practice nurse as having in providing continuity of care?
What do your practice nurses do for you or what would you like them to do?

Describe the level of support you have received during your cancer journey from
your general practice.

Providing resources

What information did you feel you needed from your general practice once you had
been diagnosed with cancer?

— How was this information available to you?

How do you feel about the services provided to you by your practice nurse and
general practitioner?

- How could they be made better to meet your needs?

How do you feel about the number of external services there are available and your
access to them?

— Describe how the access to these services has been for you.

- What help did you receive from your practice nurse in order to access different
services?

How did you feel about the range of services provided?

Assisting and empowering

Now thinking about your own general experiences:

In what ways were you assisted in understanding any information, instructions and
advice given to you regarding your cancer care?

- How has this allowed you to better manage your own cancer care?
> What impacts do you feel this will have on your ongoing medical care?
> What impacts do you feel this will have on your quality of life?

Describe how the practice nurse has helped you to access other services during
your cancer journey.

- Isthere anything else you feel that could be done to better link you with other
services?

- Isthere anything else that comes to mind that gets in the way of getting the care
you want/need?

Do you feel your cultural values and beliefs were considered?

What has worked well for you about the continuity of care you have received for
your cancer?

— What has not worked so well?

If you could change the process of how you receive care for your cancer how would
you change this?

Today we have talked about many things in relation to the continuity of care you have
received from your general practice since being diagnosed with cancer. Some of these

things you have liked and not liked (for example...). Is there anything else you would like

to add to what you have already shared?
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interviews where interview questions were devel-
oped from analysis of the survey responses.*

Ethical approval was obtained from the Central
Region Health and Disability Ethics Committee
(Ref. CEN/09/61/EXP), as well as from the insti-
tutional Research Ethics and Approvals Commit-
tee (Ref. 01/10).

Patient surveys

Twenty patients completed two questionnaires:
the SF-12 Health Survey,” a self-report health
questionnaire providing data on quality of life,
and a Patient Satisfaction Questionnaire asking
for degree of agreement using a 5-point Likert
scale (strongly agree, agree, no difference, disa-
gree, strongly disagree; not applicable was also
available as a choice) with a range of statements
about their care and continuity/integration of
that care with other health providers. The Patient
Satisfaction Questionnaire was developed by the
evaluation team in conjunction with the Conti-
nuity of Cancer Care practice nurses and nurse
managers from the two participating general
practices. Both surveys were analysed using
descriptive statistics.

Interviews

Patients self-selected by agreeing to an interview
following completion of the questionnaires. All
patients were interviewed in their own homes
and each interview was audio recorded. The
recordings were transcribed and the transcripts
were distributed to two members of the research
team for independent analysis.

The semi-structured interview questions (Table 1)
were based on the goals listed in the PHO-Gen-
eral Practice agreement document, as well as the
responses to the patient questionnaires. Ques-
tions on three main areas were derived from the
PHO goals and patient responses:

1. Provision of continuity of care
2. Development and provision of resources
3. Assisting and empowering patients.

The Continuity of Cancer Care pilot project
was evaluated in terms of the model proposed
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by Haggerty and colleagues® and Dumont and
colleagues,” using the concepts of informational
continuity, management continuity and rela-
tional continuity. As described by Dumont and
colleagues,” informational continuity refers to
the effectiveness with which information is
transferred; management continuity is described
as involving the coherent, timely coordination
of care and services; and relational continuity is
described as referring to an ongoing therapeutic
relationship between a patient and one or more
care providers.

Results

SF-12 Health Survey

The SF-12 Health Survey results for the 20
patients who responded are shown in Figure 1 for
both Mental Component and Physical Compo-
nent Summary scores, and for the four compo-
nent scores in mental health (mental health, role
emotional, social functioning, vitality) and in
physical health (general health, bodily pain, role
physical, physical functioning). For brief explana-
tions of each component see Figure 1.

The results are shown as normalised means

(x1 SD). With normalised SF-12 Health
Survey data, a score of 50 (the dashed line) is
the mean score for the United States general
population and each change of 10 indicates

one standard deviation above or below the
mean. The normative data for cancer patients
provided by Ware and colleagues’ have also
been included in Figure 1. The SF-12 Health
Survey results demonstrated reduced quality of
life of the patients in this study. In particular,
the subcategories of physical functioning, role
physical, bodily pain and role emotional were
lower than expected compared with the norma-
tive data on cancer patients.’

Patient Satisfaction Questionnaire

The majority of responses to the Patient Satisfac-
tion Questionnaire were very positive (Table 2),
with 91% either strongly agreeing or agreeing
with the statements. In particular, statements 2
to 10, 13, 18, 20 and 21 received strong agree-
ment from the majority of the participants.
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Figure 1. SF-12 Health Survey results from the Continuity of Cancer Care pilot project
evaluation and United States cancer normative data’

Mental Health
Role Emotional
Social Functioning
Vitality

General Health
Bodily Pain

Role Physical

Physical Functioning

Mental Component Summary

Physical Component Summary

T T
0 20 40 60 80 100

Normalised Mean (+SD) Score*

. Cancer Norms . CCC Results

SF-12 Health Survey components

Mental health components
* Mental health rates mental health from depressed to exhilarated

* Role emotional rates the change in time or concentration with which tasks are performed as
aresult of the person's health

* Social functioning rates the extent and frequency with which the person's health problems
interfered with their life

e Vitality rates energy levels.

Physical health components

e General health rates the person's view of their current health, their health relative to others,
and their health expectations

* Bodily pain rates the intensity of bodily pain and the extent to which pain interfered with
normal work

* Role physical rates the change in effort or time taken to perform tasks

* Physical functioning rates the ease of performing physical tasks.

¥ With normalised SF-12 Health Survey data, a score of 50 (the dashed line) is the mean score for

the United States general population and each change of 10 indicates one standard deviation
above or below the mean.

However, closer analysis of the results raised
some concerns. In particular, there were a num-
ber of questions that a proportion (n>4) of the 20
respondents indicated were not relevant to them
(i.e. their response was ‘N/A’), which might real-
istically be expected to be a significant aspect of a
continuity of care programme (Table 2).
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Table 2. Patient Satisfaction Questionnaire: key findings

Participant response: Participant response: Participant response:

Questionnaire item* 'strongly agree’ ‘agree’ N/A
n (%) n (%) n (%)

The service provided by the practice nurse(s)

! acknowledges and respects my cultural values and beliefs. 8(40) >(25) 6(30)
2 My practice nurse(s) listens to me. 13 (65) 6(30) 0(0)
3 | feel supported by my practice nurse. 13 (65) 6(30) 0(0)
4 My practice nurse(s) takes the time to answer my questions. 13 (65) 6 (35) 0(0)
5 My practlce‘nurse(s) is well informed about other cancer 8 (40) 8 (40) 2(10)
services available.
6 My prac‘t|c§ nurse(s) takes into account other health, social 9.45) 735) 2(10)
and family issues.
My practice nurse(s) is open to complementary approaches
/ (e.g. herbal, naturopathic or traditional treatments). E) 420 945
3 My practice nurse(s) responds to my telephone queries in a 13 (65) 630) 15
timely manner.
The general practice | attend has been able to provide or
? refer me to whatever support | have needed. G5 630 2310
10  lam able to get urgent care from my practice nurse(s). 11 (55) 6 (30) 2(10)
" The practlge nurse(s) has provided |nformat|on and support 6(30) 5(25) 5(25)
to help me improve self-management skills for my cancer.
7 My practice nurse(s) advocates on my behalf with other 9.45) 5025) 3(15)
health providers.
My practice nurse(s) liaises with my GP in order to meet my
13 needs as they arise (e.g. GP appointments, prescriptions, 12 (60) 7(35) 1(5)
advice).
14 MyApractlce Anurse(s) refers me to appropriate health and 6(30) 8 (40) 4(20)
social agencies for my needs.
15 | feel refgrrals made to health care agencies are undertaken 8 (40) 6(30) 4(20)
appropriate to my current stage of care.
My practice nurse(s) has positively affected my relationship
16 with health providers other than my GP. 4(20) 6(0) 73)
17 My family's/whanau'’s r‘ole in my care is accepted and 5(25) 8 (40) 735)
supported by my practice nurse.
18 | feel empowered and better able to cope with canceras a 8(40) 8 (40) 1(5)
result of the support from my practice nurse.
By having access to the practice nurse(s) my family/whanau
19 feels empowered and included in the care of my cancer. 420 8(40) 6(30)
2 The practice nurge(s) has improved my link/connection to 9.45) 735) 2(10)
my general practice.
21 | am satisfied with the service | receive from my practice 12 (60) 735) 000)

nurse.

GP general practitioner
M

Rating system used by patients: 1=strongly agree; 2=agree; 3=no different; 4=disagree; 5=strongly disagree, N/A=not applicable

Note: The table reports ‘strongly agree', ‘agree' and 'not applicable’ responses. Percentages that do not total 100 indicate responses of 'no different’, 'disagree’ or 'strongly
disagree’ were recorded.
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Patient interviews

Three major themes were identified from the
interviews, each with a number of sub-themes.

Theme 1: Provision of continuity of care

In the initial part of the interview, participants
were asked what ‘continuity of care’ meant to
them and how important it was to them. They all
indicated that having the practice nurse in this
cancer care coordination role was important and
were pleased that this service had been imple-
mented. They discussed at length what they felt
this meant to them and from their responses sub-
themes of communication, and acting as a case
coordinator, became evident.

Communication

Regular contact by the practice nurse was valued
by the participants.

Just keeping in touch and you know, just saying
‘Are you ok? Do you need something? (#3)

She rings me off and on and I have no hesitation
ringing her if I'm a bit concerned about something.
And she has close communication with my GP. Um,
so I feel as if there is someone there that’s got an
overall perspective of what’s happened that I can go
to anytime... which I never felt with the Oncology
Department. (#8)

Acting as a case coordinator

The participants indicated that they wanted the
practice nurse to act as a case coordinator/case
worker—someone who could decrease their stress
by acting as a link to services and passing on
information from the various specialists. They
stated that they wanted the nurse to check up on
and interpret the paperwork before they are next
seen by a specialist, to have a better understand-
ing of their particular case and be able to explain
their condition to them.

Yeah, one person keeping an overall eye on
things...Other people coming in with their special-
ist care but having one person is quite important
really. (#8)

Theme 2: Development and
provision of resources

Data from the interviews indicated that this part
of the process was still being developed. Most

of the participants wanted to know more about
what services were available to them following
their treatment. The practice nurses appeared to
be readily providing verbal guidance, with advice
similar to what has already been discussed under
the case coordinator role:

If you want something you ring her and if she
hasn’t got it at her fingertips she’ll go and get an
answer... She will find out and get the answer

back. (#9)

In terms of providing resources and educational
material, most of the participants were currently
receiving the bulk of their medical information
from outside services, such as from nurse special-
ists within their local hospital departments,

the Cancer Society, their local hospice or the
internet.

Theme 3: Assisting and empowering patients

In this part of the interview, participants were
asked to consider their own general cancer
experiences. They were asked whether they

were assisted in understanding any information,
instructions and advice given and whether this
had enabled them to better manage their own
care. Some participants felt that they were ‘passed
around’ from one service to another without get-
ting the help or answers they needed. Many felt
disempowered, and others reported being very
grateful that they had support from within their
own family and sorry for those who didn’t. They
felt that this was an aspect that the practice nurse
could address and that would be of benefit to
many cancer patients.

..When you're having chemotherapy treatments,
probably a phone call from somebody every couple
of days... Psychologically, knowing that somebody’s
there to say hi, you know, even if it’s a minute a
day. You just really appreciate that. (#2)

Otbhers felt unable to call on their family for sup-
port. One participant described the problems her
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family had to deal with which meant that they
didn’t have time to provide her with support and
therefore she saw this as an advantage of having
the Continuity of Cancer Care service.

It’s quite funny. Although I was surrounded by a
big family, I was all alone. (¥6)

Discussion

It has previously been noted that ‘continuity of
care’ is a core component of primary health care
and is explicitly included in the definition of
general practice adopted in the United Kingdom,
Australia, New Zealand and Europe’ (p.1).* How-
ever, a precise and global definition of continuity
of care is difficult to find.

'Continuity of care' is a core component of primary
health care... However, a precise and global

definition of continuity of care is difficult to find.

Freeman and colleagues’ proposed a model of care
in which they referred to ‘experienced continu-
ity’, described as the experience of a coordinated
and smooth progression of care from the patient’s
point of view. These authors stated that this
would be achieved if the following components
were successfully implemented: continuity of in-
formation; cross-boundary and team continuity;
flexible continuity; longitudinal continuity; and
relational continuity. In 2003, this model was
revised and reduced to three types of continuity:
informational continuity; management continu-
ity; and relational continuity.® According to this
revised model, informational continuity refers

to the timely sharing of information between
people and institutions. Management continu-
ity is described as the use of shared care plans,
planned access to appropriate services, flexibility
in adapting to changes in needs or situation, and
the delivery of services in a timely manner. Re-
lational continuity refers to the development and
continuation of a relationship with one or more
care providers.

In this evaluation study, the relational aspects
of continuity of care appeared to be mostly

achieved. However, the management and infor-
mational aspects were only partly achieved. In
response to the Patient Satisfaction Question-
naire, there were a number of questions that a
number of the 20 respondents indicated were not
relevant to them (i.e. their response was ‘N/A),
though they might reasonably be expected to be a
significant aspect of a Continuity of Cancer Care
programme. Specifically, patients were less happy
with the provision of information and support to
help them improve self-management skills; how
the practice nurse(s) advocated on their behalf
with other health providers (including comple-
mentary health approaches); how the practice
nurse had affected their relationship with health
providers other than their GP; and acceptance
and support of their family’s/whanau’s role in
their care (questions 7, 11, 16, 17, 19; see Table 2).

Patient responses during the interviews rein-
forced the Patient Satisfaction Questionnaire
information. There was a high level of positive
feedback regarding the support, listening and
clarification roles performed by the nurse. There
was less acknowledgement of management conti-
nuity issues, such as referral to other services or
education related to the disease trajectory. While
there were positive comments about informa-
tional continuity factors, it appeared this was
limited primarily to interpreting hospital and GP
comments.

Such findings are consistent with those of Du-
mont and colleagues who noted that continuity
of care can be ‘...hampered by a number of fac-
tors, with the principal ones being transfer of in-
formation, quality of interpersonal relationships
and coordination of care’ (p.52).” Dumont et al.
suggest that these factors arise from communica-
tion, information and data transfer issues, as well
as from progression through stages of cancer care.
In New Zealand, potential barriers to manage-
ment and informational continuity may include
Privacy Act issues that affect information sharing
between health care providers and other agen-
cies; various aspects of treatment being provided
by different centres; and the range of support
provided by other agencies (such as the Cancer
Society) which may have been viewed by practice
nurses as providing a service/s they did not need
to duplicate. Furthermore, a cancer ‘navigation
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plan’ or comprehensive resource kit was not cre-
ated or utilised at either pilot site, despite these
being specific goals in the PHO documentation.
The development and use of such resources may
have greatly facilitated management and informa-
tional continuity.

The SF-12 Health Survey results demonstrated

a reduced quality of life reported by patients in
this study, falling below the normative data ob-
tained for both the United States general popula-
tion and a United States cancer population on all
measures (with the exception of General Health).
However, the standard deviations show that there
was wide variation in how patients perceived
their health and wellbeing. In particular, the sub-
categories of physical functioning, role physical,
bodily pain and role emotional were much lower

5,10,11

than other results from the literature, and

may indicate areas for focus of care in the future.

A longitudinal pre-post assessment study of

the impact of cancer on patients’ health-related
quality of life has shown that the development of
a new cancer had a large impact on physical func-
tioning, role physical and general health dimen-
sions and slightly less effect on bodily pain and
vitality."® Participants’ scores for this study were
lowest for physical functioning, role physical, and
bodily pain, whereas the general health and vital-
ity dimensions were less affected.

When compared to the normalised Mental Com-
ponent and Physical Component Summary scores
for lung cancer survivors (46.3 and 52.6, respec-
tively)"! or for the United States Cancer norma-
tive data (40.9 and 47.8, respectively),’ the results
from this study appear very low (38.3 and 46.5,
respectively) casting some doubt on the effective-
ness of the Continuity of Cancer Care project
being evaluated. However, the participants in the
lung cancer study were described as ‘survivors’,
while our participants included a combination

of current patients and those in remission; thus,
marked differences in their perceived health and
wellbeing might be expected. Also, there is the
question of whether the cancer normative data
from the USA is appropriate for a New Zealand
population. Unfortunately, we were not able to
include a control group in this study and there-
fore cannot comment further on this point.

The SF-12 Health Survey results demonstrated

a reduced quality of life for the patients in this
study, in particular in physical functioning, role
physical, bodily pain and role emotional areas.
These areas need particular attention in the fu-
ture via management continuity elements of care.

Opverall, the participants were satisfied with the
Continuity of Cancer Care programme and appre-
ciated the care approach developed. In particular,
they felt the support, clarification and listen-

ing aspects of the programme were very useful.
However, when evaluated in relation to a more
comprehensive definition of continuity of care,
there were distinct gaps. While the relational as-
pects of continuity of care were mostly achieved,
the management and informational aspects were
only partly achieved and appeared to be limited
primarily to interpreting hospital and GP com-
ments. In order to more effectively implement

a continuity of cancer care programme, poten-
tial barriers to management and informational
continuity, such as Privacy Act issues, aspects of
treatment being provided by different centres,
and the provision of support from other agencies,
may need to be identified and addressed.
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