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Background ‘Continuity of care’ is an important aspect of quality.
However, definitions are broad and existing models of continuity are
not well grounded in empirical data.

Objective To identify patients’ experiences and values with respect
to continuity in diabetes care.

Methods In-depth semi-structured interviews with 25 type 2 dia-
betic patients from 14 general practices in two inner London
boroughs. Interviews were transcribed and responses analysed
thematically and grouped into dimensions of continuity of care.

Results Patients’ accounts identified aspects of care they valued that
were consistent with four dimensions of experienced continuity of
care. These were receiving regular reviews with clinical testing and
provision of advice over time (longitudinal continuity); having a
relationship with a usual care provider who knew and understood
them, was concerned and interested, and took time to listen and
explain (relational continuity); flexibility of service provision in
response to changing needs or situations (flexible continuity); and
consistency and co-ordination between different members of staff,
and between hospital and general practice or community settings
(team and cross-boundary continuity). Problems of a lack of
experienced continuity mainly occurred at transitions between sites
of care, between providers, or with major changes in patients’ needs.

Conclusions The study develops a patient-based framework for
assessing continuity of care in chronic disease management and
identifies key transition points with problems of lack of continuity.
It is important that service ‘redesign’ and developments in vertically
integrated services for chronic disease management take account of
impacts on patients’ experience of continuity of care.
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Introduction

Continuity of care is considered to be an
important characteristic of high quality health
care but it is not often evaluated explicitly
because of the lack of an agreed definition and
suitable measurement tools.! However, policy
decisions affecting the organization and delivery
of health services may often have important but
unintended consequences for continuity of

care.”?
Continuity of care’ is a wide-ranging con-
cept, which encompasses several different

aspects of health care, whose significance may
vary in different settings. In primary care,
emphasis is given to the on-going relationship
between the practitioner and his/her patients.”*
This has traditionally formed a central charac-
teristic of care provided by General Practi-
tioners (GPs) in the UK and is illustrated by
the American Academy of Family Physician’s
(AAFP) definition of continuity of care ‘as the
process by which the patient and the physician
are co-operatively involved in on-going health-
care management towards the goal of high
quality, cost-effective medical care’.> However,
the move towards primary care teams and a
greater development of vertically integrated
systems for chronic disease management has
emphasized the need for the effective co-ordi-
nation of care between different team members
and between agencies to provide a ‘seamless’
service that meets the goals of efficiency,
effectiveness and responsiveness to patients’
needs."

In their recent review, Haggerty e al.' sug-
gested that there are three types of continuity of
care, i.e. relational continuity characterized by
‘an on-going therapeutic relationship between a
patient and one or more providers’; management
continuity, characterized by a consistent
approach to the clinical management of a health
condition that is responsive to patients’ changing
needs, and informational continuity in which
clinical information is used to make current care
appropriate for each individual. However, there
is an important distinction between continuity in
the delivery of care and continuity in the
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experience of care. Continuity in the delivery of
care encompasses aspects, such as management
continuity or informational continuity, which
are more relevant to the providers of care
including health professionals and health-care
organizations. Continuity in the experience of
care is a complementary concept that encom-
passes the concerns, values and experiences of
service users, including patients, families and
carers. This was recognized by Freeman et al.>
who proposed that ‘experienced continuity’
should be recognized as one of the dimensions of
continuity of care. Freeman et al® drew on
earlier work by Bacharach® and Hennen’ to
develop a model of continuity of care which
comprised six dimensions of the delivery and
experience of care (Box 1). This will be referred
to as Freeman et al.’s” model.

Although considerable emphasis is now given
to the assessment of quality of care through
eliciting the views and experiences of patients,
present models of continuity of care are not well
grounded in empirical data®. This raises the
question of how well patients’ experiences and
values with respect to continuity of care fit with
proposed models of continuity of care. This
information is needed both to establish a valid
conceptual framework and to generate items
from which appropriate patient-based measures
can be developed.

This study focuses on patients with type 2
diabetes, a common condition® that typifies
many of the generic problems of chronic illness.
The management of diabetes requires contribu-
tions from staff with different types of training in
primary care, as well as input from specialist
hospital-based services for treatment of compli-
cations, which may arise at any time. The best
way of integrating these services is debated.’
Service organization currently varies in different
places and may involve primarily GP care, pri-
marily hospital care and various models of care
shared between general practice and hospitals.'”
We therefore examined the values and experi-
ences of diabetic patients receiving care in a
range of settings, with the aim of identifying
items that comprise different dimensions of
continuity of care as a basis both for further
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Box 1 Freeman’s model of continuity of care.

Experienced continuity —the experience of a co-ordinated
and smooth progression of care from the patient’s point of view

To achieve this the service needs:

Continuity of information — information transfer following

the patient
Cross - boundary and team continuity — effective communication
between professionals and services and with patients

Flexible continuity — adjusting to needs of individuals over time

Longitudinal continuity — care from as few professionals
as possible

Relational continuity —one or more named individuals with

whom the patient can establish and maintain a therapeutic

relationship

qualitative assessment of patients’ experiences of
continuity of care and developing a measure of
continuity that is grounded in patients’ experi-
ences.

Methods

A qualitative study involving semi-structured
interviews'' was conducted with type 2 diabe-
tes patients in two adjoining inner London
primary care trusts (PCTs), i.e. Lambeth and
Southwark. Approval was given by the
Research Ethics Committee of Guy’s Hospital.
Respondents gave written informed consent to
participation.

Recruitment of patients

Forty-one general practices in the two PCTS
were sent letters inviting them to take part in the
study. Fourteen practices agreed to participate
and provided us with their list of patients
recorded as having diabetes. We used these lists
with the Diabetes Integrated Shared Care
(DISC) database'” to identify patients’ diag-
nosed with type 2 diabetes. We selected a pur-
posive sample of 30 patients to include the main
ethnic minority groups (Black Caribbean, Black
African and South Asian). Letters and an
information sheet were sent to patients inviting
them to take part in the study. The initial
response was low (five of 30) and follow-up
telephone calls were therefore made to each
patient 3 weeks after the initial mail out.

Interviews

Semi-structured interviews were conducted
between January and June 2003. Interviews were
held in patients’ homes and lasted between 30
and 120 min, with the majority lasting about an
hour. All interviews were tape-recorded with the
respondents’ permission. These interviews
examined patients’ experiences and values
regarding their diabetes care quite broadly,
rather than aiming at this stage to operationalize
a particular measure of continuity and asking
questions specifically framed in these terms.
Initially the conversations began by asking
general open-ended questions concerning the
respondent’s diabetes, diagnosis and the type of
care they were currently receiving. Other ques-
tions and probes were loosely based on a topic
guide. This had been informed by the continuity
literature and by four exploratory interviews
that took the form of fairly open discussions of
respondents’ diabetes care to identify issues of
importance for them. The continuity literature
provided a broad framework for developing the
interviews, as without this we would have diffi-
culty in knowing what we were investigating,
especially given that ‘continuity of care’ is not
currently an everyday lay term. For this reason
respondents were not specifically asked about
the meaning of ‘continuity of care’ and they did
not mention the term despite the information
sent with invitations to participate describing the
study as concerned with continuity of care.

The main topics covered by the guide were:
the circumstances surrounding the respondents
diagnosis and type of care provided, commu-
nication with staff, patient—provider relation-
ships including the advantages/disadvantages
of seeing a usual provider, the experience of
care in general practice and hospital settings,
service flexibility and meeting patients needs.
Probe questions were used to clarify responses
and elicit greater detail, especially in terms of
aspects of care that respondents perceived
worked well or badly for them. Respondents
were also encouraged to discuss issues and
directions of thought that went beyond this
framework.
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Analysis

All interviews were tape-recorded and tran-
scribed verbatim. The transcripts were anony-
mized and each read by the researcher (NS)
and one other author. The transcripts were
entered into QSR N6, a computer software
package for the management of qualitative
data. Analysis initially involved coding seg-
ments of transcripts that described patients’
views and experiences of their diabetes care.
Major categories included type of care (initial
and current care), tests and checks (reviews,
weight, blood sugars, BP, cholesterol), com-
munication with regular provider and with
other staff (e.g. listens, knows me, approach-
able, no interest, too rushed), service provision
and co-ordination (e.g. delays, conflicting
advice, difficulties in an emergency). We then
mapped patients’ coded experiences of diabetes
care to Freeman et al’s dimensions of conti-
nuity. This model was selected as forming the
product of a synthesis of previous approaches
to continuity of care and emphasizing the
primary—secondary interface.” However,
whereas Freeman er al” identified a broad
category of ‘patient experiences’ and subdivi-
ded aspects of professionals’ experience of
delivering continuity of care into longitudinal,
flexible, relational, team and cross-boundary
and informational continuity, in our study
most of these provider-based dimensions also
appeared to be applicable to the patient data.
The main exception was informational conti-
nuity that refers to efficient systems of infor-
mation transfer, as patients had little
knowledge of these processes, although they
commented on their experiences of problems
of communication. If their statement referred
to communication between professionals and
across care boundaries it was allocated to team
and cross-boundary continuity, whereas com-
munication with their main provider and their
ability to build and sustain a relationship was
allocated to relational continuity. The mapping
of items involved discussion of some individual
items by the three authors to reach a consen-

sus regarding their allocation to specific
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dimensions of continuity. In a few cases it was
difficult to allocate data items between the
continuity categories because dimensions are
interrelated and some experiences illustrated
several dimensions simultaneously. In these
cases our emphasis in allocation to a specific
dimension involved considering the broader
context in which the item occurred. For
example, the number of times a patient saw a
regular provider was allocated to longitudinal
rather than relational continuity to take
account of the temporal dimension, and the
need to be seen quickly at hospital for com-
plications was classified as flexible continuity
which was defined as the speed of adapting to
specific needs rather than cross-boundary
continuity which refers to the co-ordination of
services.

Findings

Twenty-five diabetic patients (who spoke
English) were interviewed, and all had type 2
diabetes (see Table 1). They were living in a
relatively deprived inner city area covering two
inner London PCTs which have young, mobile
and ethnically diverse populations and high
levels of deprivation with Jarman Under-
priviledged Area (UPA) scores of 48 and 56,
respectively, compared with a UPA score of 0
for England and Wales."* Ten patients were
receiving GP care, 11 were receiving shared
care and four patients only received diabetes
care from hospital diabetic clinics.

The types of patient experience classified
within the four categories of longitudinal, rela-
tional, team and cross-boundary continuity are
described below and the key components of each
dimension based on this interview data are
summarized in Table 2.

Dimensions of continuity of care

Experienced longitudinal continuity

Patients described the on-going care they received
from the time of diagnosis or during episodes of
illness. This included making opportunistic visits
to their doctor or attending regular check-ups
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Table 1 Characteristics of patients

Characteristic Numbers
Gender
Male 17
Female 8
Ethnicity
White 17
Black
Indian 1
Other 3
Age (years)
Mean (range) 67 (41-86)
Household component
Live alone 14
Live with other 11
Home ownership
Owner occupied 14
Rented 11
Years diagnosed with diabetes
Mean (range) 7 (1-27)
Type of care
GP 10
Hospital 4
Shared care 11

where a number of clinical tests were carried out.
This on-going care corresponds with the notion of
longitudinal continuity:

‘...at the practice — on a regular basis, every couple
of months I go there, they check everything, my
blood, blood pressure ... and every so often, I
think it’s every year, she checks my feet with a ...
it’s like a little prodder — but she only does that
once every year really (PA3 — Shared care)’.

Respondents occasionally referred to the
importance of continuity of care over time in
terms of their concerns about the lack of such
care:

‘T used to go to my doctor every 6 months, he
would check everything and they would give me
appointment date for my next check up but he’s
left now and there is someone else doing it. I
haven’t received anything, no one has bothered. I
have to go up there myself. It’s really gone down
hill (PAS — GP care)’.

A higher intensity of visits occurred in the
early months after diagnosis, during episodes of
illness or when patients were experiencing diffi-
culties in managing their diabetes at home.

During the initial months after diagnosis,
consultations with a consistent, usual care pro-
vider were particularly valued because they
helped patients increase their understanding of
the condition and its treatment. Longitudinal
continuity was also viewed as important for
delivering personally tailored advice.

‘When ever 1 go there she checks my diary and
gives me tips on what I should eat. If I have
problems with my machine she helps me (PA4 —
Shared care)’.

Experienced longitudinal continuity can be
viewed as a necessary condition for establishing
relational continuity:

‘Nurse K. She’s the only one I see for diabetes. I
used to see my own doctor but she said “I think
we’ll put you with nurse K because nurse K deals

Table 2 Summary of patient-derived themes for each dimension of experienced continuity of care

Dimension of experienced continuity of care

Longitudinal Relational

Flexible Team and cross-boundary

Regular consultations Identifies usual doctor/nurse
Usual doctor/nurse knows and
understands me
Doctor/nurse listens, enough

time to talk
Can talk about anything, confiding

Receives appointment
letters
Regular tests and checks

Regularly sees usual
doctor/nurse
Doctor/nurse concerned and
interested
Mutual trust and confidence
Doctor/nurse explains things

Making and changing
appointments

Speaking to a usual
doctor/nurse when needed

Getting advice in an
emergency

Appropriate co-ordination
of services

All staff know medical history
and treatment

Staff communicate with
each other

Staff give consistent advice
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with diabetes all day”. Everybody who has got
diabetes goes to see her. So now she does all the
test and checks (PA8 — GP care)’.

Experienced relational continuity

Patients’ accounts focused on their perceptions
of professionals caring for them and their rela-
tionships with those they saw on a regular basis.
Patients valued an on-going relationship with a
usual care provider (generally a doctor or nurse),
as this provider would know about their diabetes
and not need reminding:

‘Personally I think it’s a good thing to see the same
person, they know your problems, if you’ve had a
problem before it will be fresh in their minds ...
when I've seen different staff they don’t know
what’s going on, you have to constantly remind
them (PA2 — Shared care)’.

Problems of doctors’ lack of familiarity with
the patient were more frequent in the hospital
clinic setting:

‘sometimes when I go to the doctor I find that I
have got to remind them or tell them what has
happened. Because I only go once a year and you
don’t always see they same person, well I'm cer-
tain I won’t see the same person so they are not
likely to know what’s happened because they look
to me like they don’t know (PA1l1 — Hospital
care)’.

An essential feature for patients is that their
usual care provider knows not only about their
diabetes but also understands them as a person:

‘I have a good relationship with my doctor, we
understand each other ... I’ve been with him for
the last 30 years, he knows me and that’s not just
my diabetes, that’s everything (PA6 — GP care)’.

Lack of this personal relationship meant that
patients often felt less involved in the consulta-
tion and less satisfied with their care:

‘Maybe it’s mistrust on my part. Well apart from
Nurse T now, I don’t know the doctor that I'm
seeing. I don’t know how interested he is in dia-
betes. The one or two occasions that I have seen
him, he hasn’t got the chance to get to know me, I
know that. But I did just sort of get the feeling that
it was a question of getting me in and out as
quickly as possible. I didn’t feel involved, I'm not
sure that he will be as thorough (PA6 — Shared
care)’.

Continuity of care, S Naithani et al.

Patients whose care providers knew them well
also had more confidence in them and trusted
their advice:

‘I knew my doctor for a long time, so when he
explained things to me, he gave me confidence that I
would be fine so long as I looked after myself, you
know. I must admit I was frightened but he talked to
me, spent a lot of time talking to me, until I under-
stood and felt better... (PA2 — Shared care)’.

A further theme was the importance of the
care provider listening and giving enough time
to talk:

‘Dr C never rushes you. He rushes about, but if
you’ve got something to say, he will listen to you
and he will ask you questions. And he’ll talk to you
and, yes he’s alright. As I say, he rushes about
himself, but no, he doesn’t rush you (PA — Shared
care)’.

Patients who knew their care provider well
were also more able to discuss or disclose sen-
sitive issues related both to potentially embar-
rassing situations and to patients’ fears and
worries about diabetes:

‘Things that I maybe would not talk with you I talk
with him. Things I would not talk with anybody
even the nurse I would not discuss with her I would
discuss with him so he knows my actual psycholo-
gical feeling about diabetes and what implications or
what feelings I have about it (PA3 — GP care)’.

Another important aspect of their personal
relationship with a doctor or nurse was their
ability and willingness to listen and to explain
things to patients:

‘She listens to you and she explains things and she
doesn’t rush in and out. She’s a very good doctor.
The nurse is very good. I feel I can sit and talk to
her more cos I’ve known her longer. The doctor’s
good, and as I've said to you, she listens and she
explains things to you (PA15 — Shared care)’.

Thus, relational continuity involved not only
the degree to which professionals were familiar
with their patients but also the extent to which
they knew the patient’s medical history and
treatment plans, were prepared to listen, able to
explain medical procedures and tests clearly,
inspired confidence and involved patients in
decisions about their treatment. Seeing a usual
provider was important to patients during the
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early months after diagnosis, particularly for
those experiencing complications and difficulties
in accepting and managing their diabetes. Usual
providers were trusted and perceived to be more
knowledgeable compared with other profes-
sionals.

Experienced flexible continuity

An important feature of continuity of care
identified by patients was the ability to get
appropriate advice when required. As patients’
care needs varied and changed over time it was
important to them that staff responded quickly.
This can be related to the concept of flexible
continuity,”® which requires services and staff to
be flexible and adjust to the needs of the indi-
vidual over time. This may include the patient
being able to consult with a chosen professional:

‘The nurse ... always makes time for me. If I phone
in the she will always call me back on the same day.
I have been able to see her when I've needed to
(PA3 — Shared care)’.

Flexible continuity was also manifest in
making and changing appointments in response
to changing needs and circumstances:

‘They’re very good here you know, whenever I need
to see the doctor I can just phone up and get a
appointment when you want, you don’t have to
wait long and they ask you, you know, what’s it
about so if you need more time then they will book
you a double appointment (PA13 — GP care)’.

In contrast, patients often described hospitals
as having less flexibility in appointments:

‘You don’t make appointments, they send you a
letter with an appointment date ... there’s been one
time when I couldn’t make it and I phoned and
cancelled. Then I had to wait over 6 months before
they gave me another appointment, it was ridicu-
lous. So now I try and do me best not to cancel
because it takes them so long to book you in again
(P14 — Hospital care)’.

Flexible continuity was also evident in the
response to unexpected situations:

‘I nearly ran out of some pills, so I struggled up
there and I got the pills ... I must say when they
deal with you they are quick (PA8 — Shared care)’.

and in response to emergencies:

‘If I have any problems I can call them at the
hospital, if its not so serious they will give the
advice on the phone but if its serious they will get
the ambulance to take me up there (PA12 — Hos-
pital care)’.

Most patients experienced some lack of flex-
ible continuity, particularly long waiting times,
problems and delays in getting appointments
and seeing staff of their choice. However,
patients who had a good relationship with their
provider(s) were more willing to adapt to these
difficulties, attributing such discontinuities to
organizational problems.

Experienced team and cross-boundary continuity
Patients’ experiences and perceptions of how
well their overall care was co-ordinated relates
to the notion of experienced team and cross-
boundary continuity. This partly involved the
co-ordination of care between professionals in
the same setting:

‘They talk to each other, sometimes the doctor
will come in while I’'m seeing the nurse. Some-
times the nurse will go in and talk to the doctor
to check on something, it may be about my
results or medication. Something like that (PA2 —
Shared care)’.

It also referred to care provided by health
professionals in different organizational settings:

‘As I say, they sorted it out for the district nurses to
come every day and that, check up and that carry
on. If I had to go up to get a check up at the
surgery department, they would have a car
organised for me to take me up there and bring me
back (PA19 — Shared care)’.

Team and cross-boundary communication are
underpinned by the flow of clinical information.
This featured in patient’s accounts in terms of
information available to their provider:

‘I feel they know me, they know what’s going on
with my diabetes because sometimes when I've
been to the hospital my doctor tells me that he’s
received the results, he goes through them with me,
what they have said and what should be done (PA4
— Shared care)’.

Other patients identified problems relating to
this information transfer:
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Just recently I have had to change doctors
because the doctor that I have been seeing has
retired. When 1 went to the new practice and
registered and went to see the nurse, they told
me they didn’t have any information on me and
my medical records hadn’t turned up (PA15 —
Shared care)’.

However, some patients acknowledged that
they were not able to judge whether clinical
information was available:

‘They must talk to each otherwise how would they

organise the services? They all say the same thing, I

mean they all have their own area but when they

have given me advice it has been the same (PA23 —

Hospital care)’.

Patients’ accounts included relatively little
material relating to the organization and co-
ordination of their care as this occurred ‘behind
the scenes’ and their involvement was unneces-
sary. However, some patients reported delays in
seeing specialist staff and receiving treatment,
and problems arising because of information
being missing.

Risks of lack of continuity

Lack of continuity could occur at any point in
the patients’ diabetes, although particular risks
occurred at transition points. Three of these
related to changes in patients’ condition and
needs for services: transfer from hospital to
routine general practice care following diagno-
sis; referral to hospital following an episode of
illness and changes in patients’ own health state
necessitating changes in services provided on a
regular basis with requirements for flexible and
team and cross-boundary continuity. A further
transition point was a result of changes in ser-
vices due to provider retirement, holidays or
leave, etc. These transitions, and their impacts
are illustrated by four brief case studies derived
from respondents’ accounts (Box 2). The out-
comes for patients of a lack of experienced
continuity involved gaps and delays in service
provision, lack of information and problems of
communication. Patients’ responses to their
perception of a serious lack of experienced
continuity of care were sometimes to seek
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alternative care and advice, non-compliance
with advice or treatment, or withdrawal from
formal services and attempting to monitor and
manage their condition themselves.

Discussion

Our study is one of the first to provide empirical
support for a model of continuity of care drawn
from patients’ experiences. Using patients’
accounts to understand the concept of continu-
ity was difficult because patients rarely used the
term ‘continuity of care’. Determining which
dimensions of continuity were exemplified by an
experience was also sometimes problematic
because dimensions are interrelated and some
experiences illustrated several different dimen-
sions simultaneously. However, there was con-
siderable consistency in patients’ accounts of
processes of care that were viewed positively or
whose lack were commented on negatively.

In general, our data show that for patients
with a chronic illness-like type 2 diabetes melli-
tus, the classification proposed by Freeman
et al.*> provides a good fit to their experiences
and values with respect to on-going care. An
exception is the informational dimension that
was excluded because our data showed that
patients had little or no knowledge about
information transfer in terms of the systems used
by staff to share information and made relatively
few comments on this aspect. In addition,
whereas Freeman et al.’s* dimension of team and
cross-boundary continuity is defined in terms of
‘effective communication between professionals
and services and with patients’, our findings
suggest that this dimension should be under-
stood from the patient’s perspective in terms of
how well patients perceive their care is organized
and co-ordinated, whether they received consis-
tent information, and whether staff were know-
ledgeable about their medical history and shared
an agreed plan of treatment.

Our approach was to map qualitative data onto
an existing scheme, modifying this scheme as
necessary, rather than engage in theory building.
Freeman er al’s model®> was derived from a
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Box 2 Case studies: problems of continuity of care.

Case 1—Female, aged 66 years, receiving GP care Case 2 — Female, aged 60 years, receiving GP care

Transition: Patient required to change practice as GP
retired and practice closed

Transition: Referral from hospital to routine general
practice care following diagnosis

Team and cross-boundary continuity: Delays in

Longitudinal/team and cross-boundary continuity: ) A .
transferring patient’s information

Poor co-ordination of care, communication between

hospital and primary care and transfer of information Effect: Delays in receiving care

‘I went to the new practice and registered only to be
told that they didn't have any information on me and
my records hadn't turned up. So they couldn't do
anything with me. I had to fill in a form and they said
that I could come in for my diabetes when me notes
had arrived... they did take my blood pressure but
that was all’.

Effect: Delay in care provision
I came out of hospital, and I waited. I must have
waited for about a month. No one called me...-

Patient’s response: [nitiate contact, dissatisfied with
staff

...so I went up to see the GP. I explained

everything and told him that they had said I could
get my care here ..... I told then I had been waiting
for over a month for someone to call me. They said
“we don’t know anything about this” apparently they
hadn’t received the information. They said “they had
no idea why the information had not arrived”. I was
upset with them, I felt that if [ hadn't gone in then no
one would have bothered to call and check if I was
doing fine.

Case 3—Male aged 73years, receiving shared care Case 4 —Male, aged 74 years, receiving shared care

Transition: Increasingly unsteady on feet and
housebound, recent cataract operation and unable to
cut nails

Transition: Admitted to hospital for big toe
amputation

Relational continuity with hospital staff:
Conflicts over wound care, unhappy about seeing
different professionals and thinks staff are not
interested in his diabetes

Flexible/team and cross-boundary continuity : Poor
co-ordination and communication between primary
care/community services and response to patients’
changing circumstances

Effect: Gaps in care

‘The district nurses, one came round twice. Then she
didn't come no more. Then another one came round
twice. She hasn't been seen since ..... Also I did agree
to go to a community centre, once a week, for about a
month. I don't know what they do there. I haven't
heard no more’.

Effect: Discontinued treatment and self-manage at
home

‘I said I'd had enough, I wasn’t coming again. I said
I’ll do it myself (wound cleaning and dressings)—the
consultant was very annoyed with me’.

synthesis of prior studies and it therefore seemed
appropriate to assess whether it was feasible to
build on this framework, especially with the need
to move beyond conceptual development and
achieve a greater understanding of relationships
between continuity and outcomes. We recognize
that the process of categorization risks losing
data, although the present study describes the

framework items in detail. There is also some
overlap between aspects of continuity of care,
particularly relational continuity and other
measures of patients’ views of services such as the
General Practice Assessment Questionnaire
(GPAQ)'* and the NHS surveys of general prac-
tice and hospital outpatients.!> However, our
study provides a broad framework and candidate
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items that may be employed to monitor and
evaluate the various aspects and dimensions of
continuity of care.

Key themes associated with patients’ experi-
ences of continuity of care are summarized in
Table 2. Longitudinal continuity has been eval-
uated in several ways including the length of
time a patient has known the doctor,'® or the
number of different professionals consulted.!”
Our data from patients with diabetes suggest
that longitudinal continuity extends beyond
simple numerical indicators. It may be measured
in terms of the frequency and regularity of
consultations to review diabetes (‘check-ups’)
together with the associated monitoring and
testing, and the giving and receiving of indi-
vidualized advice, often from one professional
with identifiable responsibility for the patients’
diabetes. This sets the scene for the development
of relational continuity and the delivery of
personal care.'® It was clear that these diabetic
patients placed considerable value on relational
continuity in terms of sustaining a relationship
with a main provider. They regarded the usual
providers whom they see regularly for diabetes
as knowing about their medical history, under-
standing them as individuals, taking time to
listen to what they have to say, explaining things
and involving them in decisions. Patients often
regarded their usual providers as having super-
ior technical abilities, and were more inclined to
confide in them, trust them and follow their
advice, with a lack of relational continuity being
most likely to lead to disengagement with care.
These aspects of relational continuity are
broadly consistent with those reported in other
studies,”'®'? with the importance patients assign
to relational continuity being greater for chronic
or more serious conditions than for acute
problems or for ‘embarrassing’ complaints.'®
For diabetes both the possibility of speaking to a
usual provider and timely access were valued but
it was not possible to clarify situations under
which one or the other might be preferred.

The other dimension particularly valued by
patients was team and cross-boundary continu-
ity. Risks of deficiencies in this area are
increasing as care is undertaken across the pri-
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mary—secondary interface and in some cases led
to the reporting of considerable delays in service
provision, gaps in services and patient dissatis-
faction.

Our data suggest that patients generally have
less favourable experiences with respect to con-
tinuity of diabetes care provided in specialist
hospital-based settings when compared with
general practice-based care. Patients generally
make less frequent visits to hospital clinics, are
less likely to see the same professional at suc-
cessive visits and hospital services tended to be
less flexible in terms of rearranging appoint-
ments in response to changing needs. This
requires confirmation in quantitative data from
larger samples. However, these observations
raise questions concerning whether longitudinal,
relational and flexible continuity are equally
important in more than one setting when care is
shared between settings, although efforts to
improve patients’ experiences of continuity of
the care delivered from specialist settings are
desirable. This requires attention to issues of
service organization and delivery, ‘Front stage
continuity, at the patient interface, must reflect
behind the scenes continuity at the system
level’.?°

There is evidence that continuity of care is
associated with greater patient satisfaction,?'>*
with some patients responding to a lack of
experienced continuity by non-adherence or
withdrawal from care.”> More attention should
therefore be given to these aspects of patients’
experience in designing services for chronic ill-
nesses like diabetes and to the monitoring of
transition points. There is also a need for data
on the relationship between continuity of care
and clinical outcomes. Respondents in our
study, who were predominately of older age and
from fairly disadvantaged backgrounds, did not
engage in sophisticated discussion of the rela-
tionships between continuity and specific aspects
of diabetes management such as glycaemic
control, management of blood pressure (BP),
use of medication, etc., and these aspects were
not generally probed. A key trial of patient-
centred care of diabetes in general practice
reported better communication and greater
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treatment satisfaction among the intervention
group trained in patient-centred care, but body
mass index was significantly higher as were tri-
glyceride concentrations, whereas knowledge
scores were lower and differences in lifestyle and
glycaemic control were not significantly different
from the usual care group.?® The poorer clinical
outcomes in the intervention group have not
been fully accounted for, although questions
have been raised regarding the effects of the
training package on doctors actual behaviours,?’
and the possible effects in the intervention group
of adherence to prescribed hypoglycaemic drugs
that are known to increase weight gain.?*
However, as Kinmonth et a/. warn, achievement
of the personal aspects of care should not result
in a loss of focus on disease management.”
More generally, continuity of care is now iden-
tified as one of several outcomes of care and
benchmarks of quality rather than a process
variable,*® while there is evidence that patients
assign priority to both aspects in terms of the
‘humaneness’ of care and ‘competence/accu-
racy’.’! Continuity of care may also contribute
to efficiency and lower health-care costs through
fewer tests and referrals.?*?

Issues raised by market-based models of pri-
mary care include the trade-off that may be
required between personal and longitudinal
relationship with a single provider and accessi-
bility of health care.*® Preferences may vary for
different groups of patients, with older people
with chronic conditions placing particular value
on continuity of care from professionals they
know, whereas younger patients and those with
urgent needs may more readily trade continuity
for faster access.’’ It has also been found that
some patients report the feeling of personal
doctoring after only a few consultations with a
new general practitioner, whereas others may
not attained this after several years of contact
with the same doctor.>*

The framework we have developed provides
an assessment of different dimensions of conti-
nuity that is applicable not only to the rela-
tionship between an individual patient and their
family practitioner but also to continuity of care
provided by teams and across care settings. The

items identified may serve as a topic list for
qualitative interviews to provide a detailed
account of patients’ experiences of care and
pathways through services for chronic disease
management and form the basis for a formal
measure that will allow direct assessment of the
relationship between continuity of care, patient
satisfaction and clinical outcomes in different
settings and populations. Assessment of these
aspects of patients’ experience are likely to be of
particular value in relation to the current
approaches to ‘system redesign’ and develop-
ments in vertically integrated services for chronic
disease management.
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