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Abstract

Background Chronic Kidney Disease (CKD) is increasing in prev-

alence and significance as a global public health issue. Appropriate

management of CKD stages 3–4 in either generalist or specialist

care is essential in order to slow disease progression. As various

consulting options between services may be used, it is important to

understand how patients and practitioners view these options.

Objective To elicit patient and practitioner views and preferences

on the acceptability and appropriateness of referral practices and

consulting options for CKD stage 3–4.

Design A mixed methods approach involving a semi-structured

interview and structured rating exercise administered by telephone.

Setting & participants Adult (18+) patients with CKD stage 3–4
were recruited via their General Practitioner (GP). Practitioners

were recruited from both general and specialist services.

Results Sixteen patients and twenty-two practitioners participated

in the study between July and September, 2011. Both patients and

practitioners preferred ‘GP with access to a specialist’ and least

preferred ‘Specialist Review’. Computer review and telephone

review were acceptable to participants under certain conditions.

Practitioners favoured generalist management of patients with

CKD 3. Specialists recommended active discharge of patients with

stabilised stage 4 back to generalist care. Both generalists and spe-

cialists strongly supported sharing patients’ medical records via

electronic consultation systems.

Conclusion Participants tended to prefer the current model of

CKD management. Suggested improvements included; increasing

the involvement of patients in referral and discharge decisions;

improving the adequacy of information given to specialists on refer-

ral and encouraging further use of clinical guidelines in practice.
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Background

Chronic kidney disease (CKD) is a progressive,

long-term condition involving impairment of-

the kidney structure or function; it is often

associated with hypertension and diabetes and

has an estimated population prevalence of

between 8.8% and 10% of the adult popula-

tion.1,2As a global health issue, CKD is rising

in prevalence and is associated with increasing

rates of obesity and cardiovascular disease.3

The UK adopts the US kidney disease out-

comes quality initiative (NKF-KDOQI), where

CKD is classified in five stages based primarily

on estimated glomerular filtration (eGFR)

rate.4 Stages 1-2 indicate normal or slight

changes in eGFR with other evidence of kidney

damage; stage 3 (A&B) indicate moderate

decreases in eGFR; stage 4, marked decrease in

eGFR and stage 5, renal failure. Stages 1-2 are

largely asymptomatic and rarely detected.

Stage 3 requires clinical management and mon-

itoring and stages 4–5 require renal replace-

ment therapy (RRT).4

Early detection of CKD and monitoring at

stage 3 is recommended in order to slow pro-

gression to stages 4 and 5 and reduce further

complications.5,6 In the UK, there are clear

NICE guidelines for the referral of patients

with CKD to specialist, nephrologist-led care.4

In general, patients with stage 3 are considered

suitable for primary (general practitioner) care

management.6–8 Stabilized stage 4 may be

suitably discharged back to primary care after

specialist review.9 UK clinical guidance4 sets out

criteria for patients who should be referred by

their general practitioner (GP) for specialist

assessment. Despite the existence of guidance,

some evidence suggests a lack of shared

understanding about when it is appropriate for

GPs to refer a patient for specialist care.10–12

The discharge of CKD patients from specialist

back to generalist care also comes with consider-

able scope for professional discretion because

clinical guidelines make little reference to the

best circumstances for back referral.

One US population-level study found that

specialist-led review followed by generalist

management, provided effective assessment of

CKD progression and promoted cost effective-

ness13. However, there is a lack of UK-based

research on patient and practitioner views of

consulting options in CKD. Related research

evidence in a range of long-term conditions

highlights the potential of various consulting

options. Telephone and computer review offers

patients an active role in reviewing and updating

their latest test results.14 Telephone review has

also proven beneficial in the care of people with

heart failure15 and in self-management of hyper-

tension16 and diabetes in the UK17. In studies

drawing on mixed illness groups, tele-consulta-

tion has been associated with a reduction in

number of hospital visits18,19, and high patient

acceptability for telecare has been reported

amongst older at-risk patients.20 These options

show potential for the improvement of patient

care, but further research is needed to establish

their acceptability and appropriateness in CKD.

Aim

To elicit patient and practitioner views on the

acceptability and appropriateness of referral

and consulting practices for patients with CKD

Stages 3-4.

Methods

The study employed a mixed methods design

utilizing semi-structured interviews and a struc-

tured rating exercise. Study participants

included patients with CKD Stages 3 or 4 and

health professionals (specialist and generalist)

involved in the management of their care.

The rating exercise was based on a list of

consulting options (Box 1). These were partly

taken from a literature review. GP care only,

GP care plus, specialist care and specialist

review were added from clinical guidelines.4

Sites and sample

Data were collected from two specialist nephrol-

ogy centres and general practices in Greater

Manchester, UK. Generalists were recruited
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from ten primary care trusts to provide geo-

graphical spread. Patients were recruited via

their general practitioner. Purposive sampling21

was employed with both patients and practitio-

ners to ensure a range of perspectives.

For patients, stage of illness (CKD 3 or 4)

as indicated by eGFR was the main inclusion

criteria. Both patients who had been referred

to a specialist and patients who had not been

referred were included in the sample. Stratified

sampling was not used, but proportionality of

age, gender and ethnicity were considered dur-

ing sampling. Patients were expected to be of

adult age (18+) for inclusion.
Purposive sampling of professionals sought

to ensure a balance between specialist and gen-

eralist perspectives, reflecting different levels of

experience in managing patients with CKD.

Amongst generalists, purposive sampling

sought to ensure inclusion of some GPs

involved in service commissioning; this is to

reflect current restructuring of service commis-

sioning in the UK National Health Service.22

Data collection

Participant recruitment took place between

July and September 2011. Data were collected

via semi-structured telephone interviews of

approximately 35-minutes duration. These were

audio-recorded with permission. Where permis-

sion was not granted (2 instances), a ‘note-

only’ interview was taken, and detailed field

notes recorded. Participants were offered a

face-to-face interview if preferred.

Interview guide

The first section of the interview was explor-

ative. Patients were asked their views on cur-

rent care and support, preferences for referral

and ideas on how to improve health services.

In recognizing that many patients experience

several conditions and access multiple clinics,

we asked for their views of health-care provi-

sion more generally. Practitioners were asked

their views on clinical guidelines, current ser-

vice provision and referral practices. The sec-

ond section of the interview was a structured

exercise. Patients were required to rate the

‘acceptability’ of six care delivery and referral

options (Box 1), whilst practitioners were asked

to rate the ‘appropriateness’ of these options

for patients with stage 3-4 CKD. The term

‘appropriateness’ was used with practitioners

to reflect the need for clinical effectiveness.23

‘Acceptability’ was used with patients to reflect

their position as users of health care.24 After

these options had been rated separately, partic-

ipants were asked to indicate their most pre-

ferred option and their least preferred option.

Analysis

Audio-recorded interviews were transcribed

verbatim. Transcripts were then verified by the

interviewer for terminology errors and then

anonymized. Unrecorded field notes from inter-

views were typed up verbatim before analysis.

Interview transcripts were read and coded inde-

pendently by two project researchers (CW,

SC). Both were analysed using the qualitative

method of constant comparison.21 Main

themes were identified, compared progressively

to newly emergent themes and then finally

agreed between researchers.

Box 1 Referral and clinical management options

• GP care only: Patient care provided by a GP with

involvement of other practice or primary care staff

• GP care plus: Patient care provided by a GP with

the GP having access to a nephrologist for advice

by phone, email or letter.

• Specialist Review: Patient to be referred for initial

tests/diagnosis to a nephrologist at the hospital,

then be transferred back to their GP for care

• Specialist Care: Patient referred to a nephrologist

at the hospital for initial investigation or

diagnosis, then receive their future care for kidney

problems at the hospital

• Telephone Review: Patient updates their health

information such as blood pressure on the phone

for review by a nominated member of staff, e.g.

GP, practice nurse or specialist.

• Computer Review: Patient updates their health

information such as blood pressure on the

computer for review by a nominated member of

staff, e.g. GP, practice nurse or specialist.
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Ratings in the structured exercise were

aggregated and presented as descriptive statis-

tics. Data were interpreted with reference to

qualitative findings. Key qualitative findings

are structured by consulting option. Data

extracts have been selected for illustrative pur-

poses but chosen to represent common themes.

Ethics and governance

The study was granted ethical approval by a

local NHS Research Ethics Committee (11/

NW/0310). All participating NHS organiza-

tions gave permission for the study to take

place, and arrangements were made to facili-

tate participation of those whose first language

was not English.

Results

Participant characteristics

Twenty-four invitation letters and study packs

were sent to clinical leads in both specialist

nephrology centres. One hundred and sixteen

information packs were sent to general prac-

tices from ten primary care trusts (PCTs); eight

practices agreed to participate within the

required time frame.

Invitations yielded agreement to participate

from 24 practitioners. Two practitioners (con-

sultant nephrologist and advanced nurse spe-

cialist) subsequently withdrew due to scheduling

difficulties leaving a sample of n = 22. The final

sample comprised 11 consultant nephrologists,

five specialist secondary care nurses, one medi-

cal associate specialist and five general practitio-

ners. All practitioners were interviewed by

telephone.

A total of seventeen patients agreed to par-

ticipate. One subsequently withdrew on the

basis of study exclusion criteria. Of the sixteen

participating patients, ten were men and six

women. The mean age was 70, range 50-85,

with nine being � 70 years old. Most (n = 12)

described their ethnicity as ‘white British’ (oth-

ers included black African n = 1; Jamaican

n = 2 and Pakistani n = 1). Over half of the

sample (n = 10) had been referred to a nephrolo-

gist. Fourteen patients chose a telephone interview

and three a face-to-face interview in their home.

Appropriateness and acceptability of care

delivery options

Table 1 details patient and practitioner views

on the acceptability and the appropriateness of

care delivery options. Practitioner ratings for

CKD stages 3A and 3B were similar. Table 2

compares their perspectives regarding ‘best’

and ‘worst’ options. Results are structured in

the order of presentation detailed in Box 1.

Computer review and telephone review have

been combined because many issues raised

were common to both options. Patient and

practitioner views are presented together in

each section to aid direct comparison.

GP care only and GP care plus

The majority of patients preferred ‘GP care

plus’, trusting GPs to act as a gatekeeper to

specialist care. ‘GP only care’ was not

favoured. One stage 3 patient with few symp-

toms favoured seeing her GP only because she

associated specialist care with deterioration.

However, overall, little discernible difference

was found in preferences between patients of

CKD stage 3 and stage 4.

The majority of specialists and GPs expected

most patients with stage 3 CKD or stable stage

4 CKD to be managed by GPs.

‘GPs can manage the majority … I think neph-

rologists would probably find that a bit better as

well, rather than clogging up their clinics with

inappropriate patients’ (generalist: 20).

This was dependent on risk factors and

underlying diagnosis. It was also conditional

on GPs monitoring patients actively and estab-

lishing stability via regular testing.

Dissemination and application of national or

local guidelines was generally deemed inade-

quate: ‘it’s going to go back to, time to find it,

knowing where to look for it’ (specialist: 14); ‘a

little flow diagram of who to refer in,… I do

think that is very useful’ (generalist: 6).
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Some specialists also expressed concerns about

the quality of primary care. This care was con-

sidered variable and at times a result of low GP

confidence in managing CKD (specialists: 1,9,

19, 21,22):

‘the perception is that often if you refer them

back they end up coming back to you years later

not having had the screening - annual reviews

that you’ve recommended and are in worse trou-

ble’ (specialist: 22)

Table 2 A Comparison Of Patient And Practitioner Consulting Option Preferences

Care-delivery options

BEST OPTION WORST OPTION

Patient n-16 Practitioner n = 22 Patient n = 16 Practitioner n = 22

GP care only 1 4 3 6

GP care + 9 13 � �
Specialist Review 3 3 1 2

Specialist Care 3 � 1 11

Telephone Review � 1 5 �
Computer Review � 1 6 3

Table 1 A Comparison Of Health-Care Practitioner (HCP) & Patient Responses

CARE-DELIVERY AND REFERRAL OPTIONS

APPROPRIATE/ACCEPTABLE

NOT APPROPRIATE/NOT

ACCEPTABLE

Patient

(n = 16)

HCP S3A

(n = 22)

HCP

S3B

(n = 22)

Patient

(n = 16)

HCP S3A

N/App

(n = 22)

HCP S3B

N/App

(n = 22)

GP care only

patient care provided by a GP, with involvement of

other practice or primary care staff

10 18 16 6 4 6

GP care +

patient care provided by a GP but with the GP

having access to a nephrologist for advice by phone,

email or letter

14 19 20 2 3 2

Specialist Review

patient to be referred for initial tests/diagnosis to a

nephrologist at the hospital then transferred back to

their GP for care

12 13 14 4 9 8

Specialist Care

patient to be referred to a nephrologist at the

hospital for initial investigation or diagnosis and

have all future care for kidney problems at the

hospital

12 3 5 4 19 17

Telephone Review

patients update their health information such as

blood pressure on the phone for review by a

nominated member of staff, e.g. GP, practice nurse

or specialist

11 12 12 5 10 10

Computer Review

patients update their health information such as

blood pressure on the computer for review by a

nominated member of staff, e.g. GP, practice nurse

or specialist

7 15 15 9 7 7

ª 2012 Blackwell Publishing Ltd

Health Expectations, 18, pp.325–334

CKD management in primary & secondary care (UK), C Wilson et al. 329



Overall, both patients and practitioners con-

sidered GP care with access to a specialist the

best option for care.

Electronic consulting

Practitioners supported electronic (email and

telephone) methods, particularly shared records

consulting. This option involves generalists and

specialists accessing the same medical records

and recent test results using an integrated system.

‘If you’ve got real time access to the same infor-

mation…then you would inevitably think that

should make it easier to impart advice’ (general-

ist: 5).

Several practitioners already used email or

telephone consulting and welcomed a more

widespread use of these options. These meth-

ods were mostly thought to support specialist

review meaning that on-going care would

remain with general practitioners.

‘There’s some nice examples of email services or

writing back in response to referral methods

instead of just seeing the patient, actually writing

back an educational response…. (specialist: 3)

‘I think we can do telephone clinics with patients,

telephone clinics with GPs, email clinics with

GPs, one stop clinics where the aim is not to

continue to see them but just to provide a plan

of action’ (specialist: 22)

However, limitations with telephone and

email consulting were identified. As unrecorded

work activity, little time was allowed for these

types of consulting and requests for advice

often contained incomplete information. Practi-

tioners therefore thought that the benefits of

electronic shared medical notes far exceeded

the options involving telephone or email alone.

Specialist review

The majority of patients expressed reassurance

at being seen by a specialist for review and

trusted GPs to make a referral at the right

time. For example, ‘I have some faith in my

GP and, I assume if the situation had got

worse, they would have highlighted me to the

fact’ (ID 4).

However, once referred, patients had a

strong expectation that they would remain

under specialist care and at times were anxious

about discharge. One patient found discharge

from a specialist to be premature and his man-

ner dismissive:

‘It’s a worry. …He gave me the impression…that

he was sweeping in “Oh, we’ll get rid of some of

these cases, we’ve got so many coming in”’(ID 15).

Other patients were unsettled that discharge

would de-stabilize their condition: ‘they keep

me stable, I’d feel very unnerved about being

discharged’ (ID 18) or that their views had

been poorly considered: ‘I totally objected to

being discharged when she thought it was right

instead of confirming with myself whether I

thought it was right’ (ID 6). Patients also iden-

tified the need for greater continuity of care

and improved communication between sectors.

Some practitioners – including GPs –
favoured specialist review (Table 2), particu-

larly for new patients (practitioners 3,4,7,9,12).

Reasons included confirmation of an accurate

diagnosis, to assess the likelihood of future

deterioration and to provide tailor-made indi-

cations for re-referral.

Factors considered to trigger specialist inter-

vention included underlying diagnosis, rapid

decline or progressive renal impairment, partic-

ularly in the presence of cardiovascular risk,

persistent proteinuria, diabetic nephropathy,

anaemia and poorly controlled hypertension.

Some nephrologists stated that they reject a

quarter of all referrals for on-going specialist

management ‘on the basis that they are stable’

(specialist:1).

Practitioners were strongly in favour of pro-

active discharge with advice for patients with

stage 3 or stable stage 4;

‘…the reason I kept my clinics civilised and sen-

sible is by being pretty rigorous in referral back

to primary care’ (specialist: 1).

Having a clear prognosis and evidence of

stable renal functioning was considered a key
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indicator of appropriate discharge accompa-

nied by an on-going management plan. There

was also recognition that many patients need

extra reassurance at the stage of discharge,

because they just

‘want to carry on being followed up despite not

having the clinical needs. Just thinking that they

feel safer’ (specialist: 15).

A further issue for nephrologists was the poor

quality of referral letters from general practi-

tioners, particularly in terms of inadequate

investigations or investigation reporting. This

could lead to duplication of investigations,

ineffective use of specialists’ time and delayed

action or discharge. A general practitioner par-

ticipant highlighted that this was in part a

function of ‘confidence and competence’ (gen-

eralist: 8).

Specialist care

Many patients found specialist care acceptable

but did not favour it as an option. This reflects

their overall preference for GP care plus.

Specialist care was generally felt by specialists

and GPs to be inappropriate for mild to moder-

ate or stable (Stage 3-4) CKD and more appro-

priately reserved for those of young age or at

high risk with unstable symptoms. Emphasis

was placed on discharging patients back to pri-

mary care when stability had been achieved.

Computer and telephone review

In the rating exercise, only half of patients

found the idea of computer review acceptable,

and none indicated it as a preferred option.

Patients tended to find telephone review more

acceptable than computer review, but again,

none indicated it as a preferred option. Com-

puter review was thought to be most acceptable

in conjunction with face-to-face consultation,

particularly for medication changes. Face-

to-face consultations were viewed as more

responsive and reassuring.

For instance, ‘I’d rather talk to somebody face to

face, and have advice. I wouldn’t feel happy putting it

all on the computer and getting something back. It

still wouldn’t give me peace of mind’ (ID 10).

Others saw the advantages of computer

review, for example, in avoiding the need to tra-

vel, but suggested they would need extra training

or instruction to use it for health monitoring.

Some patients were also concerned that these

options required them to take reliable blood

pressure readings.

‘I prefer it done by professionals because, for the

simple reason I’m not sure whether my wrist

monitor is entirely accurate, it shows a trend…
but I’m not sure whether it’s…calibrated as accu-

rate as the professional equipment’ (ID 9).

Practitioner opinion on the appropriateness

of telephone review and computer review was

divided; in general, neither was seen as pre-

ferred options. Benefits of computer review

included its speed, convenience and encourage-

ment of patient self-management.

However, a reservation was the need for

face-to-face contact: ‘we need to discuss their

concerns, their ideas or their expectations

really’ (specialist: 8); “just looking at figures

alone, you don’t always pick up. what’s going

on. By direct questioning you can sometimes

find out more” (nurse specialist: 13)’. Many

practitioners thought that face-to-face contact

would allow them to explain matters more

effectively and to offer more extensive advice.

Participants’ preferences compared

Table 2 shows that practitioner and patients’

most preferred option was ‘GP care plus’. This

supports the current method of care delivery.

Levels of support for specialist review were

comparable between patients and practitioners.

The least appropriate option for practitioners

was specialist care only. Patients were more

inclined to find this option acceptable but did

not favour it. Neither patients nor practitioners

preferred telephone or computer consulting

options. Qualitative data revealed participants’

reservations about telephone, and computer

review primarily concerned the lack of face-to-

face communication.
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Clinical guidelines

Most practitioners stressed the importance of

exercising their professional discretion in rela-

tion to guidelines. However, several suggested

NICE guidance was not used by GPs because

it lacked user-friendliness, was ‘too much to

read’(specialist: 6) and ‘waffly’ (generalist: 18);

‘I think just probably more clarification

around guidance and at what point we

should be seeking specialist advice’ (general-

ist: 5).

Service provision

While service provision was considered ade-

quate in the majority of cases, many practi-

tioners discussed service-level pressures,

including incompatible agenda for either costs

savings (from general practice) or income

generation (in hospitals). One GP com-

mented, ‘to save money, GPs are actively

encouraged not to refer; so it’s basically cost’

(generalist: 18). Similarly, a nephrologist com-

mented; ‘we’re under enormous pressure from

essentially the trust not to reject referrals, no

matter how inappropriate they are, because

otherwise we won’t get any money for them’

(specialist: 6).

Discussion

Good quality care of CKD is essential in

order to slow renal deterioration, prevent end

stage renal failure, cardiovascular mortality

and alleviate the burden of illness for

patients.5,6

This study focused on CKD stages 3 and 4

which – depending on other indications – can

be managed in either primary or secondary

care.4 Its justification was a better understand-

ing of the appropriateness and acceptability of

management in either sector, from the perspec-

tives of practitioners and patients. This study

provides evidence of general consensus between

practitioners and patients. Both primarily

favoured ‘GP plus’ care and considered

‘specialist care’ least appropriate at stage 3.

This is in line with current policy and clinical

guidance and corresponds closely with the

future of UK health service policy: GP-led

referral.22

Many practitioners, particularly specialists,

found ‘specialist review’ appropriate; patients

also found this option acceptable if GP recom-

mended. Again, this is an option consistent

with UK clinical guidelines and also supported

by the specialists’ view that discharge to gener-

alist care could be more proactive. Evidence

from urology further suggests that ‘one stop’

specialist review can be effective for clinical

management.25

Differences in perspective related more to

varying degrees of confidence between patients,

generalists and specialists rather than to dis-

agreement. Suggestions to improve confidence

include improving the explanation of referral

and discharge decisions to patients and involv-

ing them in those decisions where appropriate.

Greater utilization of clinical guidelines via

effective training and use of shared electronic

records may also improve confidence between

generalists and specialists.

In terms of study limitations, most of our

samples were medical specialists, so the study

findings may be skewed in favour of their

views rather than those of general practitio-

ners. As only four patients from ethnic minor-

ity groups were included in the patient

sample, the views of non-white patients may

also be under-represented. Furthermore, CKD

covers a range of structural and functional

abnormalities not strictly measured by eGFR

alone3. In terms of the rating exercise, some

patients found it difficult to consider consult-

ing options which were beyond their experi-

ence, and practitioners felt clinical cases were

more complex than the rating exercise implied.

In terms of ‘preference’, study participants

asked to compare the value of a familiar

option against an unknown or less familiar

option, often revealing a bias towards the sta-

tus quo.26 A preference for GP plus may

therefore be seen as a bias towards the most

familiar option rather than an outcome of

informed choice.
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However, the study has several strengths.

Open-ended interview questions allowed for a

better understanding of responses given in the

rating exercise. Participants were also asked to

rate in terms of the ‘average’ patient: an

exploratory approach rather than one intended

to capture the full variation or complexity of

experience. Patients also received a thorough

explanation of alternative consulting options.

This was to maximize informed choice in the

rating exercise.

Overall, the various consulting options were

considered by participants to have distinct

advantages and disadvantages. That many

patients found telephone and computer review

acceptable supports current research evidence

on patient amenability to these options in

CKD,14 heart failure,15 hypertension16 and dia-

betes.17 To develop these options, patient edu-

cation in computer use and blood pressure

management is needed. Regular and complete

reporting of eGFR test results may also give

practitioners a greater confidence that changes

in renal functioning are being effectively moni-

tored, leaving more scope for telephone and

computer options. One way to improve prac-

tice would be via generalist and specialist

record sharing. This may avoid the need for

physical referral in patients with moderate

CKD, minimize service burden and allow for

the targeting of resources on more complex

cases. Incorporating national and local e-guid-

ance in primary care record systems may also

increase medical and nurse practitioners’ guide-

line use27. A further option would be follow-up

care combining hospital visits and telecare for

those patients requiring some on-going special-

ist review. However, future implementation of

these consulting options is dependent on their

universal availability and clinicians’ willingness

and ability to offer them28.
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