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INTRODUCTION

1.1. This review was corrmissioned from the Health Care Strategy Unit by HSSG and

the (then) NHS Managemetrt Executive iri July 1993. It was established following the

publication of epidemiological evidence by the Renal Association which suggested that the

level of need for renal replacemetrt therapy (RRT) in F-nglaad as a whole is likely to be

about 80 new cases per million population per year (pmp) in people under 80.

1.2. The review team was.chaired by Professor Netar Mallick, consultant nephrologist

at the Manchester Royal Infirmary and the Chief Medical Officer's consultant advisor,

and included representatives from the Renal Association, the nursing profession, Regional

Health Authorities, various branches of the NHS Executive and professional medical

groups within the Departrrent of Health. The full membership and tenns of reference are

at Annex 1.

1.3. The review took account of work being carried out following the Tomlinson rePort

to review renal services in London, in particular the Report of the Specialty Review team,

also chaired by Professor Mallick. It was not asked to consider paediatric renal seryices,

but received evidence from and cornmunicated with paediatric clinicians. The review

addresses services in England

t.4. The review coocentrates on the purchasing and provision of renal replacement

therapy (RRT) as treatment for end stage renal failure (ESRF). In broad terms this

covers haemodialysis, continuous ambulatory peritoned dialysis (CAPD) and

transplantation. However, most conmcts for renal services also include services for
acute and pre-end stage chronic renal failure, which will generally be delivered in the

same renal unit as services for end stage renal failure.

1.5. The review team developed a pro$iunme of work which addressed the issues in a
number of ways. The work undertaken included:

o Commens from a range of organisations and individuals.

. A survey of all providers of renal services in England, which effectively provided

a 'census' of all facilities and staff providing for patients with end stage renal

. failure, as well as a picnrre of patients currently on the prognunme, and annual

acceptance rates for new patients. It is important to bear in mind that the data

cotlected for the review refers to l99L-92; the last complete year for which figures

were available. The take on rates and patient stock figures noted below and in

Part II may therefore have changed in the last tu'o years.

. A questionnaire to all Regional and District Health Authorities, on purchasins

renal services.

. The commissiqning of work analysing the cost of renal services to purchasers.

This was discussed with a specially convened group of providers.

-t-



? Development of purchaser guidance, in consultation with a specially convened
group of purchasers.

. Visie to all NHS Regions in England to explain the purpose of the Review and to
discuss local issues. These meetings were well attended by both purchasers and
providers. All had seen drafis of the purchaser guidance, end were invited to
comment.

1.6. The HCSU is grateful to the review tean members for their hard work in taking
forward the review, and would like to express its thanks to all those who gave their time

to meet them or sent their written cornments, and who expressed themselves freely and

helptully.

L.7. There are three main pars to the review:

Part I:

Part tr:

Part Itr:

The report iself, including the conclusions and recommendations of
the review;

The detailed evidence that led to the review's fudings; this
includes the resuls of a deailed survey of all renal providers, which
builds upon the epidemiological evidence published by the Renal

Association and detailed information about the current cost of the

service;

Draft purchaser guidance, prepared by the (then) Purchasing Unit of
the NHS Executive as part of the review (to be promulgated early-
1995); this includes some inforuration on modelling End Stage Renal

Failure patient numbers and a template for costing renal services.
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PART I: FINDINGS A}ID RECOMMEIYDATIONS

Introduction

2.1. This report reviews the current provision of renal services in England, and

considers what needs to be done by purchasers in order to assess need properly and to

develop their purchasing skills; the position of community and primary care services in
relation to renal services; and transplantation, stafflrng and cost issues.

2.2. The recornmendations in the report are directed at the NHS Executive, with a view
to improving the work of purchasers, as they must take the lead in assessing population

need and planning to meet that need. The report does not recommend any single
preferred level of provision across the country; that is for purchasers to decide in
discussion with providers and clinicians. However, it is accepted that the market in renal

services needs to be 'managed', ie. that at a level above that of the individual purchaser

there needs to be a coherent framework for the purchasing and delivery of renal services,
with adequate monitoring of progress towards locallydefined goals and agreed quality
standards.

Background

2.3. Over the last ten years renal services, and especially renal replacement therapy,
have made remarkable progress in their ability to treat patients. Acceptance rates have

trebled over the last decade, and patients are now being zuccessfully treated who would
have died five years ago. In the past treament for end stage renal failure was rationed,

and only younger, fitter patients ever received dialysis or mDsplantation. This is no

longer the case. These are achievements of which everyone involved with the renal

services should be proud. The task now is to ensure that the benefits of these

developments continue, and it is hoped that this review will help the service to cope with
ever-increasing demands.

2.4. Renal Replacement Therapy has been strown to be an extremely effective
treatment, providing many years of active life for those who receive it. Evidence on

outcomes is goodr'2, but varies with age and co-morbidity; there are some geographical

variations, but the figures for the whole of Europe stand up well in these comparisons.

Report on Managencnt of Rctul Failare in Europc, r0(m, 1992 in NEPIIROLOGY DIALYSE
TRAI{SPLAIYTATION (Official hrblication of tbc European Dialysb and Transplant Association).

Oxford (in prcss)

EA FRIEDMAN (eit) Death on Haenodiattsis: Prqcntobb or inevitablc? DEVELoPMENTS IN

NEPHROLOGY VOL 35 (Cluwer Academic Pttblishers 1994) (in press)
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Renal Association Report

2.5. In November 1991 the Renal Association pubtished a Report3 which, after
considering the available epidemiological evideoce, concluded thzt "There is a need to
contirute the aparuion and developmerx of renal serttices in the UK to provide for the
treatment of patients with reral disease, the trae incidence of which hos now been

established. This upansion has imponaw work force and plaming implicatioru."

2.6. The Renal Association undertook peer-reviewed epidemiological snrdies which
showed that there is likely to be a need to provide RRT for 75-80 new adult Caucasian
(white) patients per million population each year up to the age of 80, aud that this need

was not being met. However, the rate of incidence of ESRF is dependetrt on other
factors such as age, ethnicity and co-morbidity, and in many sectors of the population is

likely to be higher than 80 per million per year. The acceptance rate for new patients in
the UK in 1991 was 60.7 patients per milliqa population, suggesting that the need was not

being met in full. The prevalence of renal replacemeil therapy - ie. the number of
patients receiving RRT ('patient stock') - will continue to rise until a 'steady state' is
reached, in which the number of deaths of those under treatmeil equals the entry rate.

This stock will be expanded further if the acceptance rate of new patients were to reach

and remain at the levels which meet population need.

2.7. Although the Renal Association's findings were significant, they give only a
notional figure for the averase level ofneed across England, and do not take account of
the excess risk in ethnic minority groups (around 6Vo of the population), which could
raise the level of need for the UK as a whole by around 5-10%. In any individual
purchasing authority the figure of 80pmp is a guideline only; each purchaser must assess

its own needs, and the figures will be increased locally if there is a higher than average

population of elderly people or of Black or Asian people (see paragraph 2.12).

Current levels of purchasing

2.8. To test the current level of service across the country, a survey of all providers

was commissioned from Dr Paul Roderick of the 'Wessex Institute of Ptrblic Health. The

detailed findings and analysis of this work are at Part tr of this report. The sunrey

provides a comprehensive database of renal services in England, and more work should

be commissioned 1e enatyss the data firther, in particular to investigate how age,

ethnicity and proximity to and supply of services affects the rate of acceptance onto the

renal replacement prognunme. Fur&ermore, as the work represeffs a substantial and

probably unique set of data on the prevalence of RRT, the NHS Executive should

consider ways in which ttre material could be published, zuitably anonymised. The last

sectiotr of Part I (paragrapbs 2.12+2.131) discusses what further work might be

cornmissioned to develop the work begun for this review.

Prwision of Scmiccs lor Adult Poticna with Rcrul Discase in hc Unitcd Kingdon TIIE RENAL

ASSOCIATION (1991)
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2.9. The zurvey shows that acceptance rates onto RRT programmes vary enormously
benpeen districts, from a lowest figure of 19pmp to a highest figure of 128pmp, with a
median of 60pmp. These wide variations inevitably lead to concerns about the level of
service which is being purchased at the lower end of the range. From an analysis of the
data on age and ethnicity (see paragraph 2.L2 below), these alone do not account for the
wide disparity benreen different and even neighbouring purchasing authorities. It is
likely that, in those districts where acceptance rates iue extremely low, there are patients

below the age of 65 who are not receiving treatment for ESRF.

2.10. More analysis is needed to determine the extent to which proximity to a renal unit
leads to higher take-up of RRT; anecdotally this seems to be the case, and the raw data

suggest that acceptance rates are higher in large centres of population. However, it is
also tnre that there are geoerally larger concentrations of at-risk populations in these

areas, and this too may be a major detemrining factor in raising acceptance rates.

z.LL. The obvious conclusion is that some purchasing authorities are purchasing lower
levels of service than others, where demographic factors suggest that their need is not so

dissimilar. If this is the case, then it seems that access to RRT is determined by place of
residence, not clinical need, and patients who could benefit from RRT are not receiving

treatment. The review has not attempted to recommend rigidly the appropriate level of
service to be purchased by each authority, but has concluded that purchasers must take

immediate action to determine the level of need locally. The action that needs to be taken

to help in this process is discussed later (see paragraphs 2.29 - 2.35). Some purchasers,

in discussion with the review group, agreed that they were wary of carrying out a
comprehensive assessment of need because they feared it would fuel demand for which
they would have difficutties in purchasing selices, not least because of the extra demands

it would place on already committed budgets. However, it is clear that rational decisions

cannot be made without first properly assessing needs.

2.12. Ethnicity and age are considered to be the key sociodemographic determinants of
ESRF. There is cogent evidence that the incidence of ESRF increases significantly with
age. Whilst not achieving yet the levels attained in other major European countries, the

trend in the IJK has been for older patients to be accepted, rezulting in the rising age-

profile of new patients in recent years. Evidence from the United States suggests that the

relative risk of ESRF in the Black population (predominantly of African origin) is nvo to

four times higher than for whites'. Data collected during the Review of Renal Specialist

Services in London suggest that there is a similar increased risk of renal failure in the

ethnic populations (Asian and Afro-Caribbean) in the Thames Regions compared with
whitess. Data collected for this rcview (see Part tr) show the overall incidence of renal

failure amongst the Black and Asian populations to be 2.8 times higher than that for the

white population. Peopte from the Indian zubcontinent have a higher prevalence of non-

in$lin dependent diabetes, and there is a higher prevalence of severe hypertension in the

US Renat Dbease Suncy Arnual Report /993 DEPARTMENT OF HEAL..TH EDUCATION AND

WELFARE, WASHINGTON DC (1993)

Repon of tu Review of Lordon Renal Services HMSO (1993)
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Black population; both are important causes of ESRF. This partly explains the higher

acceptatrce rate of Asians on to RRT programmes. Not only does the incidence of ESRF

rise with age, bur this increase is steepest in the Black and Asian populations. This

factor, taken with the younger age distribution of these populations, suggests that there is

likely to be a marked increase in population need in areas with large Black and Asian

populations. Further work is needed on the epidemiology of rcnal disease in these

population groups.

Patient Stock

2.13. The stock of dialysis patients by region shows broad variation. However, the

figures, which range from 86pmp to 284pmp, are affected by cross-boundary flow of
p"ti"otr. Total stock will continue to rise over the next decade, as those new patients

who have been accepted on to the RRT programme continue to receive dialysis or

transplantation, while new patients continue to join the programme.

2.14. An increase in total stock is inevitable, and purchasers will need to plan to

increase provision to meet that increased need. If acceptance rirtes increase over the next

few years, the total stock will increase faster, and will take longer to reach the plateau

wheie the number of patients being accepted on to the progamme is equal to the number

dying each year. This has important implications for purchasers, not least in terms of
their spending on RRT, and these are considered larcr (see paragraph 2.30).

2.15. Work carried out for this review has estimated the likely increase in patient stock

until 'steady state' is reached. This work shows that nationally there is likely to be an

80% increaie in the'numbers of patients receiving RRT over the next decade, at an

average growth of around 7% per yar.

Service Provision

2.16. The srrvey of providers provides information on current levels of service

provision. The major conclusion is that levels of service provision vary widely across the

"orn*y. 
This is important in indicating areas in which purchasers should give particular

priority to assessing need and increasing aoceptance onto the RRT programme if the need

is confirmed.

2.L7. The ratio of beds and dialysis stations to population is a crude but robust indicator

of availability of renal services. Availability of beds by (pre-April 1994) region ranged

from 5 per million to 30 per million, and baemodialysis stations from 5 to 29 per million.

Cleartyirude rates of beds to population will not take into account other factors such as

level of need and cross-boundary flows of patients, but if there is particularly low
provision in a more remote region where cross-boundary flow is likely to be small, there

might be difficulties for purchasers in providing for the needs of their population.

2.18. There are areas in most regions where there seems to be substantial under-

provision; there are towns of substantial size where there are no services within

-6-



r.easonable travelling distance. This is often a resrlt of historical pattem of service
provision, and is not simply a matter of ease and equrty of access for patients. There is
evidenge of a link benveen a low level of provision of services and a low level of
acceptailce onto renal replacement therapy programmes. This suggests that lack of
provision might lead to unmet need.

2.19. Historical factors and geography are the most important determinant of service
patterns locally, and any 'ideal' model of service is unlikely to be applicable in every
area. Historically, renal services in the IJK have developed around a small number of
units, mainly in the larger cities or associated with university teaching hospitals. Some of
these are now reaching the limit of their physical capacity. The furttrer development of
these services will require careful planning with particular emphasis on capital
development. It is for local purchasers to agrce with providers the most appropriate
pattern of service, based on the assessed needs of their population. An important factor
will be the increasing age of new patients accepted onto the RRT programme, for whom
travel to receive treatment must be minimised. This will undoubtedly influence any new
developments of renal services.

2.20. The pattem of service provision should be related to the size of population
required to support a comprehensive and effective service, given the likely demand for
service per unit of population. The service configuration should take account of
geography, demography and the need for cost-effective aggregation of the service. These

requirements can lead to several pattems of service, with some having advantages in
specific circumstances. It seems ineviable, however, that there will be aggregation of
specialist centres, because this makes the most cost-effective use of staff and facilities.

2.21. The appropriate population base for a comprehensive programme of renal care
appears to be betrreen 2.5 and 3 million people. Considerations leading to this view
include:

o This population will require 130 to 150 transplants annually, if sufficient organs

are available to prevent waiting lists increasing even further. At present only
around three-fifths of this supply exists, so the service in zuch a unit will perform
80-100 transplants per year. This is an appropriate number of procedures for a
renal transplant unit having regard to the provision of cost-effective staffing and

infrastnrcnge x1d g2ining needs in this specialty.

. This size of population is srfficient to require a comprehensive nephrology centre,
with its associated academic and research interests.

2.22. Sening geographical factors aside, a typical renal service for such a population of
around 3 million might comprise:

o A nephrolog.v/transplant centre providing full services for the assessment and

Eurnagement of patients with the full ratrge of renal diseases, usually with a

nunber of satellite dialysis units and with facilities for transplantation. As is
desirable, the academic, nephrology and transplailation services will normally be
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. linked together. It seems likely that there will be arouad 20 such centres in the
United Kingdom.

. Nephroloe.v units each servlng a population of 1-1.5 mil[i6s in densely populated
areas @ut less where the population is less dense). These would provide for the
management of RRT for (on average) 80-100 new patients annually, but not
including transplantation. They would be linked to a nephrology/transplant cenrre,
especially for renal tra:nsplantation and for gaining. The senior medical staff
concerned may be either whole time nepbrologists or general physicians witb an
interest in nephrology. Such a unit may be located in a DGH or a teaching
hospital.

o Satellite Units and perhaps Minimal Care Units support these services and offer a
cost-effective way of bringing services closer to the patient

2.23. Acnral pattems of provision are likely to differ from this idealised picnre. Thus,
all services in Carlisle except trarlsplantation are provided from a small unit because the
only alternative would be for patiens to travel long distances to Newcastle or Preston. In
other places - usually major conurbations - the distribution of nnits results mainly from
historical factors. In Iondon the problems have aheady been addressed by the Specialty
Review carried out for the Iondon Implemeutation Group.

2.24. Satellite Units, which are best sited at DGHs, provide maintenance haemodialysis
services for patients who need nursing zupervision without immediately available medical
back-up, together with CAPD oupatient supervision. These units need to be sufficiently' large to make the most efficient use of staff and facilities. The Renal Association
estimated the optimum size to be of 612 stations, nrnning two or three shifu per day for
six days per weef. On these figures, each unit would provide somewhere berween 72
and 216 sessions per week, ie. services for betrreen 24 and 72 patients (allowing three
sessions per week per patient). This gives nrfficient flexibility for satellite units to be
established successfully in locations of greatly differing populations. As part of shared
care, local general practitioners may play a variable role according to thet wishes in
running these units, together with local community dialysis nurses, and other staff such as

clinical assistants.

2.25. Minimal Care Units provide haemodialysis services for patients who are
sufficiently fit and capable to set up machines and dialyse without the supervision of
nursing staff. As nrch patiens are uncommon, mapagers of services should ensure before
establishing a Minimal Care Unit that it will be an effective use of resources. Some
satellite unis might incorporate a minimal care shift.

6 Provision of Semiccs for A&th Paricn s with Rerut Dbcase in thc Uniud Kngdom THE RENAL
ASSOCTATION 0991)
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Tvpe of Treatment

2.26. The survey looked at the type of treament which patients were receiving in each

unit. Again, there was a very wide range of responses. The percentage of dialysis
patients on CAPD ranged fromTVo to 76Vo; the percentage of dialysis patients receiving
hospital haemodialysis ranged from 6Vo to 93%; and the percentage of dialysis patients

receiving home haemodialysis ranged from 0% to 23%. Home haemodialysis is
becoming increasingly rare, and very few new patients receive this type of treatment.

Clearly the decision as to the most appropriate mode of treatment remains one for the

clinician in consultation with the patient, but it is important that purchasers are aware of
the benefits and drawbacks, and clinical- and cost-effectiveness of each type of treatment,

and develop quality measures which can be used in the contracting process.

2.27. In some cases, it appears that cost constraints are affecting the type of treatrnent

purchased. The material at Section D of Part II shows that the cost per patient per annum

is lower for patients appropriately placed on CAPD than for hospital haemodialysis.

However, this in itself is insufflrcient reason for placing a patient on CAPD rather than

another form of dialysis. The most important factor must be the appropriateness of the

particular form of treament bearing in mr4d &e patient's clinical need and home

circumstances. Hospital haemodialysis is necessarily more costly in terms of staff time
and because patients often have concrulent medicd or social problems which preclude

them from receiving CAPD. Patients on satellite or home haemodialysis have a lower
cost profile, reflecting ttreir relative independence. pinally, inappropriate placement on a
particular type of treatment is likely, in the long-term, to lead to higher costs as the

patient will need furtlrer treatment as a rezult.

2.28. For most patients traruplantation is the optimum form of treatuent, and in many

units transplant patients constinrte about half the patient stock. There are difficulties in
harvesting zufficient organs for transplantation. The need to address this is discussed

later (see paragraphs 2.lll '2.117).

Improving Purchasing

Current Position

2.2g. The wide variation in acceptance rates across the country suggests that some

purchasers have not assessed adequately the needs of their population. In discussion,

many purchasers accepted that this was the case, and zuggested that guidance and

information would be welcome.
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2.30. There is in many districts an apparent lack of understanding by purchasers of the
mDge of issues associated with ESRF, and many purchasers have not yet addressed the
problems they are likely to face. Most importantly, many purchasers have not yet
understood the argument that, as lon:g as new patients are being taken on to the
progmulme faster ttran patients already receiving renal replacement therapy are dying,
there will be a general increase in the total stock of patients receiving treatment until a
'steady state' is reached, whether or trot the acceptance rate is increased. Some
purchasing authorities have understood this, and have developed sophisticated needs

assessment procedures to anticipate funrre demand. Others need help to develop their
needs assessment and planning skills.

hrrchaser Guidance

2.31. hrrchasers across the country have expressed almost u&mimously a need for help
in developing purchasing, and in partioilar for the centre to take a lead, by issuing
purchaser guidance to enable them to develop their knowledge and skills io this area, and

to help purchasers address some of the isnres raised in this report.

2.32. The review cornmissioned the Purchasing Unit of the NHS Executive to draft
purchaser guidance. This has been developed in consultation with purchasers and, as well
as inforrration on the factors which purchasers need to consider when contracting for
renal services, it includes newlydeveloped tools to assist purchasers including a costirig
template to facilitate the coutracting process. The draft purchaser guidance forms Part III
of this report, and should be isnred to purchasers as sooa as possible.

Recommendation 1: The NHS Executive should arrange for the purchaser guidance
at Part Itr to be published and disseminated to purchasers as sq)n as possible.

Needs Assessment

2.33. The first step for purchasers must be to undertake a proper assessment of the

needs of their population for RRT. For &e most part, comprehensive health needs

assessment has not been carried out and it is noticeable that, where this has been done,

acceptance onto the renal replacement progralnme has risen, and an increase in service
has been planned to take account of the increased patient stock. htrchasers must
therefore carry out a thorough and comprehensive assessment of the needs of their
populatiou. The first usk mrxit be to e$;ure that those responsible for needs assessment

within the purchasing authority are fully aware of the nahre of and incidence and

prevalence of renal disease in general tenns. There are varying levels of awareness of
the issues around ttre country and it is clear that, where purchasers are ignorant of the
epidemiology of renal disease, needs assessment is poor.
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L34. hrrchasers, and particularly professionals working in public health, must use the
available information. The NHS Executive has recently commissioned a series of reports
on epidemiologically-based needs assessmentsT, one of which addresses renal services.

This sets out a broad approach to needs as'sessment, and provides a good historical
overview. However, the information collected for this review, and particularly that at

Part II, develops the knowledge base even further, and to a large extent supersedes the

information in that document.

2.35. hrrchasers should conlinue to use the information in "Health Care Needs

Assessment" - which has been sent to all Directors of hrblic Health and Chief Executives

of Regional and District Health Authorities and of Family Health Services Authorities - to
inform their needs assessment procedures. In order that purchasers have access to the

most up-to-date available information, the NHS Executive should ensure that the

information in 'Health Care Needs Assessment' is updated and revised in line with the

findings of this review in particular the information at Part II - and re-issue the report on

renal services as soon as possible. The information required by purchasers from
providers is discussed at paragraphs 2.109 - 2.110.

Recornmendation 2: The NHS Executive should revise the rend services report in
'Health Care Needs Assessment' to tahe,account of new information collected for this
review.

Consortia and I-ead hrrchasing arransements

2.36. Until recently, purchasing for renal services has commonly been caried out at

regional level. With the changing role of regions, this function is being passed back to

districs. However, as individual districts have assumed responsibility for purchasing

renal services, some have found they lack the knowledge, experience and expertise to
carry on at the same level as previously. In many instances this is being addressed by the

formation of consortia or the adoption of lead purchasing arrangemenB. Even in some of
the areas where there has never been regional purchasing, individual purchasing

authorities had not developed the necessary skills. This particularly seems to be the case

where providers had traditionally taken the lead in planning services.

2.37. As ESRF is a relatively urrcommon condition, affecting few people in an average

district, districts will inevitably find it useful to form larger groupings in order to be able

to plan effectively for the service. Many purchasers have realised this, and are moving
towards purchasing for larger populations. $imil2sly, providers have expressed concerns

that purchasers who act individually often lack the appropriate knowledge of renal

services, a problem which would be overcome if a lead purchaser were to take

responsibility for a group of DHAs. There is no single optimr.rm model for these

developments; local factors such as access and proximity to providers, relationships with
purchasers and local demographic

STEPHENS A, RAFTERY J (eds.) Hcalth Care Needs Assessnunt - The epidemiobgical$ based needs

ass.ssmcnt rcvicws OXFORD (1993)
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patterns will mean that purchase$ will develop the arrangement which most zuits their

iocal circumstances. However, i purchaser which does not move towards some form of
joint purchasing arrangement is likely to perform less well, and the NHS Executive

should consider what help and giidance it needs to give purchasers in these positions.

Recommendation 3: The NHS Executive shoutd consider what advice and guidance it
can give purchasers in order to encourage and assist them to develop consortia or
lead purchasing arangements for renal semices.

Advice for Purchasers

2.38. Few purchasers have adequate knowledge of renal replacement therapy. In
particular, in"O"qoat knowledge of the need for different types of treatment means ttrat

the iszue of the Bost appropriate patterD of service locally is not thought through and

addressed. .The inforrration provided by the NHS Executive to assist needs assessment

and purchaser guidance at Part Itr will be helpful. However, there is also a need for a

ro*r. of adviJe specific to individual purchasers, which can provide help and assistance

on particular problems

2.3g. hrrchasers described the difficulties they have experienced in obtaining truly

independent advice on renal services: on what services they should purchase; the

effeitiveness of particutar modalities of treameil; clinical outcomes; and other issues of a

clinical rather than an epidemiological naure. Purchasers cannot be expected to have the

same level of knowledg- as highly trained specialist cliniciaos, and it is not zurprising if
they sometimes feel that the advice they have been given is not completely disinterested-

This may be the case particularty where a purchaser is faced with several providers

competing for contracts.

2.40. Similarly, providers have expressed to us the need for an independent source of
advice, especiaily on epidemiological issues. The expertise is available in the UK to

provide ttris advice *d to act as independent arbitrators where disagreements arise. The

ifenal Association, the Royal Cotleges and various Instinrtes of hrblic Health all have a

great deal ofexperience in these areas. Such advice need not be difficult or expensive to

irovide, and it is tikely to be simply a matter of co-ordinating culrent sources of
expe.tise and advising purchasers and providers whom they could contact when in need of
advice and inforuration.

Recornmendation 4: fire NHS Executive should explore the means by which advice

is obtained, and consider whether mechanims need to be put in place to malce

expertise more widely available to purchasens and providers.
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Service Oualitv

2.41. Renal services are an important and evolving field in which continued
improvements in tenns of clinical outcomes should be achievable. Dialogue between
purchasers and clinicians is essential for this, and if that dialogue is to be meaningful and
productive purchasers will need 1s imFrove their knowledge base. To a large extenr
purchasers lack authoritative information about appropriate measures of effectiveness and
outcomes. The level of knowledge and information will improve if purchasers have
access to independent advice and comprehensive purchaser guidance and, most
importantly, if forural relationships are developed with providers. However, there is also
an argument for a lead from the centre.

2.42. The Renal Association, together with the Royal College of Physicians (RCP), is
due to publish shortly guidance on quality in renal servicest, which will address issues of
staDdards in all forrrs of treatment for ESRF. Although essentially aimed at clinicians,
the document could form a useful tool to help purchaseis, ir discussion with clinicians, to
develop quality measures in the contracting process. Pnrchasers also need to have access
to measures of effectiveness of the various forms of treatment. Although these will for
the most part be developed in discussion with local providers, there is a clear role for the
centre in helping with this process, by providing information and guidance. The NHS
Executive should therefore consider what guidance it should produce. In terms of quality
statrdards, the Renal Association/RCP publication will provide a useful framework, and
consideration needs to be given to developing this into some forrr of guidance for
purchasers. An Efieaiveness of Heahh Care Bulletin might be a useful vehicle for
guidance on clinical effectiveness, and the NHS Executive should consider whether to
commission work in this area.

Recommendation 5: The NHS Executive should consider what guidance it might issue
to assist purchasers and providers in developing quality standards on the contracting
p(rcess.

TreaEnent protocols

2.43. hrchasers are responsible for establishing local priorities in the light of other
competing demands and on the basis of thorough needs assessment. The assessed needs
of the local renal population should be taken into account by purchasers in preparing
purchasing smtegies and establishing priorities. On the basis of these priorities,
purchasers will need to make informed choices about the tlpes of treatment available,
taking account of clinical effectiveness so as to ensure patients are treated appropriately.
Cost-effective treament can best be achieved in connrltation with provider clinicians on
the basis of agreed protocols or treameil guidelines.

Now published: RENAL ASSOCIATION/ROYAL COLLEGE OF PIIYSICIANS OF LONIION
Treaonent of Adult Paticnts with Rerul Faibre: Reconnended Sandards and Audit Measures (Aprit 1995)
LONDON/RCP
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2.4. Since renal disease may arise as the consequence of otherwise fatal disease, or
may occur in association with othei serious diseases, it follows that not all patients with
ESRF will benefit from RRT. If it is thought possible tbat renal replacement therapy
might be beneficial, all zuch patients should be referred to a nephrologist for assessment.
Many patients are referred at the point at which dialysis is needed urgently to maintain
life; a time at which a considered view of the desirability of long-term renal replacement
therapy is not possible. Such patients can be cousidered broadly as acute uraemic
emergencies. Renal units must have the facilities for the prompt rnanagement of such
patients.

2.45. Although, theoretically, purchasers are free to decide the level at which they will
fund treatment for ESRF and so could refuse treament to someone who would benefit
from it, it is diffrcult to imagine a sinration in which this would occur. No patients for

'whom RRT is appropriate should be denied it, and clinicians are unlikely to agree to a
course of action which would result in the avoidable death of a patient from ESRF.

2.46. The decision to undertake regqlar RRT is a clinical one, which should be made by
the doctor in close consultation with the patient. Essentially no other person is involved,
although nanrrally both doctor and patient will wish to consult colleagues in medical and

other disciplines and the patient's fanily.

2.47. Before the decision to proceed to regular renal replacement therapy is taken, both
doctor and patient must agree tbat the treameff will provide for a zufficient time a

quallty of life that the patient can accept as worthwhile. It takes time to reach such a
conclusion, and patients should be assessed well before renal replacement therapy
becomes necessary so that these matters can be considered fully in advance of the need
for such treatment. As already mentioned, one of the most important factors influencing
the decision is the presence of co-morbid conditions, and the likelihood that the
combination of renal failure and another serious condition would bave a disproportionate
effect on either the likely success of treament or the patient's subsequent quality of life.

2.48. It may take up to three months for a patient presenting as an acute uraemic
emergency to be fully assessed in terms of physical and mental statrE and social
conditions, and for it to be reasonably clear that rehun of renal function will not occur.
In elderly patients this may take longer.

2.49. Once the decision to begin long-term renal replacement therapy has been taken, it
should be deemed retrospectively to have commenced with the fust emergency dialysis.
As a rule, patients accepted for regular renal replacement therapy will return to as

independent a home life as was available to them before the therapy was needed, and it is
unusual for renal replacement therapy to be instituted unless survival with zuch
independence is likely to continue for at least two years. However, there will be
exceptions to this, and the opinion of both doctors and patiens should be respected.
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2.50. Just as the decision to corrmence renal replacement therapy is one for both
patient and doctor, so is the decision thai therapy should cease. The clinical and social
condition of any patient may change with time, sometimes unexpectedly, and the value of
renal replacement therapy may be influenced by srch change. Continuing assessment of
the value of treatment is necessary in this as in any other branch of medicine, and it must
be recognised that there will be times when it is itr the patient's interest that treatment
should be discontinued. It is essential that wide consultation should precede such a
decision, but it remains essentially one for the patient and doctor alone.

2.5t. It is important that all these factors are considered when purchasing renal services,
and protocols should be developed by provider clinicians and purchasers which establish
local guidelines for commencing treatment for ESRF. This aspect of contracting is at
present relatively underdeveloped, and the NHS Executive could take steps to develop
guidance for establishing such protocols. These protocols should be broadly-based, so as
not to restrict the advancement of research and service development.

Recommendation 6: The NHS Executive should develop guidance for purchasers to
assist them in establishing treatrnent protocols for acceptance onto the renal
replacement progrrmme.

Contracting for renal services

2.52. Our investigations (Part tr(D)) show that purchasers across the country use a range
of contract types when purchasing renal services, from simple block to more sophisticated
contracts. There are some areas where renal services are contracted for using ECRs or
case-by-case contracts. These are generally only appropriate when purchasing very low
volumes of services. Contracts should be developed to be sophisticated enough to address
iszues of quality and clinical standards, and should be subject to regular monitoring.

2.53. The advice issued by the NHS Executive on conmcting, especially EL(93)60
(Medical Advice to Purchasers) and EL(93)98 (Contracting for Specialised Services) is
relevant to the purchasing of renal services, and it is important that purchasers use these
to inform their contracting. The draft purchaser guidance at Part III addresses these
issues. Contracts should address the need for good practice in infection control. A
number of infections can be transmitted by blood, for example the hepatitis and HIV
vinrses. Routine discipline in the renal unit is designed to prevent transmission of such
infections from patient to patient, and we are aware that the Department of Health is
currently looking at the existing guidance on hoqpital infection control, with a view to
revising and reissuing it. However, all patients should be assessed, and it may be
necessary to allocate separate beds or dialysis machines for infected patients. This should
be reflected in contracts for renal services.

2.54. Where purchasers do use ECRs for rcnal services, they should ensure that
arangements are in place which will ensure that authorisation procedures do not delay the
irnmediate treament of patients, for example when an acute uraemic emergency occurs or
when donated organs become available for transplantation.
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2.5.5. Transplantation takes place only infrequently, and small changes in the numbers of
orgaqs available will generally have a disproportionate effect on the performarrce of the
conmct. For this reason, contracts will ideally be for a total RRT service, including
transplantation, and allow zufficient flexibility for movement of funds in-year benreen
dialysis and transplantation. Some authorities are setting targets for transplantations in
ttreir contracts with providers. This is unrealistic. Appropriate transplantation requires
attention to tiszue matching and to patient fitness at the time of transplantation. This
cannot be achieved q,rithin any constrained timetable. At the other extreme, in theory at
least, too rigid a contract may lead to fewer transplants thau would otherwise be possible,

if the number of available orgens exceeds the rumber of transplants contracted for.
Targets for numbers of transplans performed should not be set at DHA level as allocation
of kidneys on a geographical basis is inequitable and ineffective.

Recommendation 7: Transplantation services should be planned at a level higher
than the individual DHA; and contracts should not place any constraints on kidney
transplantation. Transplantation should always be given imnediate priority when a
kidney becomes available.

Planning Services

2.56. Renal services provide considerable scope for developing long-terrr planning of
services because the patient numbers are reasonably predictable (given proper needs

assessment), and individual patients generally remain on the prograulme for many years.

They often develop an intense loyalty to their renal unit and become arxious at the
prospect of changing to another unit. Any changes in purchasing which require such

moves must be carried out at a pace designed to minimise disruption for patiens.

2.57. Purchasers have a central role in ensring that renal services are properly planned

to take account of likely funre demand. Purchasers are increasingly becoming the

drivers of development within the NHS, and this trend can be expected to increase as

purchasing and contracting skills are developed, and knowledge of outcomes and clinical
effectiveness increasingly influences the contracting process.

2.58. Providers need an element of certainty in terms of what services they will need to
provide over at least ttre medium tenn. There is a need, especially in a relatively stable

specialty zuch as renal services, to rnove away from the annual contracting cycle which is
a feattre of tlre 'open' market towards longer and more forward-looking contracts. If
providers could be certain of the levels of services required by purchasers over, for
example, the next five years a $eat deal of instability would be removed from the

market, and they would be able to plan jointly with purchasers their worldorce, plant and

infrastrucnrre requiremens over a reasonable leng0 of time.

2.59. The NHS Executirre should explore wi& purchasers and providers the possibility
of developing longer term contracs for renal services. These should build on initiatives
already being developed around the country, such as those which have introduced five
year rolling contracts.
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Recommendation E: The NHS Executive should encourage purchasers and providers
to develop longer term contracts for rerial services.

Contact between purchasers and providers

2.60. In many districts there is very lifle contact benreen purchasers and local
providers. Where contact does take place, it often fails to involve senior clinicians
responsible for the day-today planning of services. Where meetings do involve
clinicians, the level of understanding of renal services irmong purchasers is well
developed, and relationships with clinicians are generally good.

2.61. It would be helpful if purchasers and providers (managers and clinicians) were to
establish fora where renal services are discussed. This would serve as an important arena

for the exchange of inforrration, for contract monitoring and for planning the

development of the service. hrrchasers and providers would discuss and agree the

appropriate levels of services, and agree what action should be taken to ensure that the

needs of the local population are met.

Recommendation 9: The NHS Executive should enoourage the development of locat
fora where purchasers and providers can discuss and plan future services.

The role of the centre

2.62. The recent changes in the regional structure of the NHS have removed what has

been until now an important focus for the plenning of qpecialist services. Although that

function will not be carried out by the enlarged regions or the regional offices of the

Executive, there is a continuing role for the centre in establishing the basis for the

plaruring of services as this function is increasingly devolved to individual Trusts and

purchasers.

2.63. The complexity of the service, the size of the population base which is necessary

for an effective service and the geographical focus of renal services argues for the

operation of a 'managed' rather than a purely open market. It is the task of purchasers to

find ways to act in consortia in order to 'manage' the renal services market. The NHS

Executive has an important function, not only in monitoring the operation of the market

and the performance of purchasers, but also in providing gUidance to purchasers and

providers to assist in the development of renal senrices to meet funrre need in a planned

and controlled manner.

Recommendation 10: The NHS Executive should monitor the development locally of
needs assessment by purchasers, ud the subsequent planning and development of
renal services, in order to enzure that senices are provided in a way which best

meets the needs of locd people.
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Medical Staffing

General Issues

z.il. At present there are 129 consultants (79 WTE) ia F.ngland, including those with an
interest in nephrology providing RRT for a population of around 48 million in England.
Each V/TE consultant carries a workload of about 250 patients on renal replacement
therapy, together with the essential work in nephrology, acute renal failure and the
management of renal impairment before the end stage. The service has traditionally been
sustained in part by senior registrars in the later stages of their training, or by using
associate specialist, staff grade or clinical assistant posts.

2.65. The purchaser guidance at Part Itr describes the importance of optimum skill mix
including the role of the renal nurse and of health care assistants. In order to utilise
medical staff time efficiently the renal rcam will need to continue to develop innovative
staffing patterns, which address &e need to maximise the efficient use of non-medical and
non-clinical staff. Such developments will be locally driven. While there are no rigid
models of staffing and skill mix, consideration of appropriate consultant workload, on-call
responsibilities and the requirement for training tend towards a broadly appropriate
pattern of staffing. This is developed in paragraphs 2.67 - 2.72, and in the drafr
purchaser guidance at Part m. hrrchasers should be involved in the development process
through their role in planning and contracting for services.

2.6. Medical staffing is affected by the Nqt Deal and by Hospbal Doctors: Training for
the Future (see purchaser guidance). The complex nature of renal medicine precludes
cross-cover by doctors without experience in nephrology and this limis the potential for
extending cross-cover. The implicatioos of this are explored in the purchaser guidance.

Requiremens

2.67. The number of patients receiving treatnent for ESRF is growing, and is likely to
continue to grow for the next l0 years. Nationally, it is likely that a 'plateau' will be
reached in around 10 years, by which time patient numbers are expected to have
increased by around 80% (see paragraph 2.15).

2.68. Increased numbers of patiens receiving RRT will inevitably lead to an increased
need for medical and non-medical staff. The numbers of WTE nephrologists in England
rose from 68 to 79 between 1984 and 1993, during which period the total nrmbers of
patients receiving RRT increased by an estimated factor of three or four. It is reasonable
therefore to assume that nephrologists are now workiag at or near capacity, and there will
be little possibility of absorbing the new workload into current staffing nrmbers.

2.69. Thus the anticipated increase in workload can be expected to require a
corresponding increase in consultant numbers. If patient stock increases by the projected
8A%, consultant numbers might need to increase by a similar proportion. If acceptance
rates increase, and those new patients taken on to the programme are, as expected, for the
most part aged over 65, and therefore likely to be less zuitable to receive CAPD or a
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traosplanted organ, the workload for medical staff will increase disproportionately to
numbers. Finally, implementation of Hbspital Doctors: Training for the Furure is likely
to increase the need for consultants. There is therefore a clear need for renal services to
plan for substantial increases in medical Staffing over the trext decade.

2.70. Current professional (Renal Association) guidelines indicate that a WTE consultant
is required for each of the following:

. The workload produced by approximately 300,000 people, equivalent to an

average of around 25 new renal replacement therapy patients annually. This

equates to 200-250 RRT patiens and associated non-RRT workload. Presently

stock levels are approximately 400pmp - around half the expected stock at steady

state - and, since consrltants are working to capacity (see paragraph 2.68), the

increased stock necessitates an appropriate increase in medical staff over time.

o The workload generated in a transplantation unit carrying out 100 transplants

annually.

o The work produced by the outreach service base, research, teaching and continued

education commitments of a servige for 1.5 million people-

This would suggest 13 - 13.5 WTE consultant nephrologists per 3 million population.

Note: The clinical service offered collectively by nro academic physicians equates to one

WTE consultant nePhrologist.

2.71. Thus it seems likely that, depending on a number of variables, including
geography, population characteristics and culent patteur of service, it will be necessary

to have in place somewhere betrreen 12 arrd 14 WTE consultant nephrologists (including

academic nephrologists and general physicians with an interest in nephrology) per 3

million population in England. This estimat€ is linked to a presrmed move to 80pmp and

the build up of patient stock over time, aod the implementation of Hospital Doaors:
Training for the Furure. This would represeut a zubstantial increase on the present

figures (an average of 5 WTE per 3 million population), and will need to be addressed as

"arly 
as possible- Nationally it would mean tbat somewhere betrreen 180 and 220 WTE

consultants are likely to be needed is England once the plateau is reached.

2.72. Figures derived as above are necessarily approximate and assessment of need and

judgements on priorities by purchasers will determine the acnral figure. Nevertheless, it
seems clear that the number of places in higher specialist training must provide for a
zubstantial increase in consrltant nephrotogiss. The roughly 70 LJMC such places

under crutent training arrangements in England are therefore unlikely to be reduced

significantly, though precise nrmbers will need more detailed consideration than can be

presented here.

Recommendation 11: The NHS Executive, in ptanning the numbers in higher
specialist training, shoutd take account of the tikely future expansion in renal

services.
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Staff Duties

2.73. Staffing pattems must represent a balanced team for the work of the service and

provide staff sufficiently experienceil for safety tret cover. These will vary, depending on

the size and tSpe of unit. Most transplantation/nepbrology centres are also academic

centres. Typically they run a much more intensive training progamme, undertake basic

scientific and clinical research and do a higher proportion of complex and difficult clinical

cases; this rcquirps a particular staffing mix. Following transplantation, care is usually

provided jointly by the medical and zurgicd teams.

2.74. On-call arrangements depend on the staffing mix. Thus in a nephrology/transplant

centre SHOs would be first on call with intermediate grade staff and conzultants sharing

second on call. In a nephrology unit first on call would comprise SHOs plus one

interrrediate grade staff with cover by the rcmainirig intermediate grade stalf plus

consultants.

2.75. For the most part renal services in nephrology units are provided by two renal

physicians but implementation of. Hospital Doctors: Training for the Future is likely to
mean an increase to 3. Purcbasers and provider units must bear this in mind when

planniqg funre provision of services.

Stafflrns coss

2.76. The costs to the service of increasing ctinical staffing to cope with the increased

numbers of patients and the changes to medical workforce stnrctures must be addressed

by both purchasers and providers. Although nany providers are aware of the changes

needed, purchasers are to a large extent unaware of the consequences of ttris for them, in
temrs of-funding an increased service. This isnre needs to be addressed in the planning

of future provision, and is covered in more detail in the later section on service costs (see

paragraphs 2.L18 - 2.123).

Nursing and other Non-Medical Staff

2.77. Rrrchasers need to bear in mind that any planned increase in medical staff will
ineviably lead to an increase in numbers of non-medical staff, in order to zupport the

work of the consultant and his or her medical team.

2.78. Althoug[ in the management of renal disease therc is a continuing reqtrirement for
skilled non-medical, hoqpital-based staff, emphasis on oupatient care and care at home

for patients on renal replacement tberapy dso promotes qlulity care aad family support,

and can prevent hospital admission. Increasingly, patients receive exPert advice near to

or in the home from a renal nurse specidist who has a close professional relationship with
patiens and their families. Investment in stalf training needs to be carefully considered

so as to make full use of this approach.
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2.79. The skills of nursing stalf are utilisedto various degrees inrenal units and inthe
community. Daa collected for this revieW (at Part II) demonstrate a wide variation in
workforce numbers and skill mix. 'Workforce and skill mix issues are crucial to qualiry

of service, and must be considered by purchasers and providers in negotiating contracts

and in planning funrre developments of renal services. Where, for example, there are at
present few community-based staff or there is little outreach work it is likely ttrat

haemodialysis will be for the most part hospital-based, irrespective of the wishes and

needs of patients. This has important implications for the quality of life of patiens
receiving RRT and for the cost effectiveness of the service delivered. The evidence at

Part tr shows tbat the level of and workloads of community nursing staff vary enormously

betrreen providers; the workload index (average number of patients per nurse) ranges

from 7 to 190. This does not take into account the differing practices in each renal unit,
but it is likely that these variations reflect the differing balance benreen cornmunity-based

and unit-based work. It is for providers to identify and provide appropriate staffing to
meet the quality standalds contracted for and agfeed with the purchasers.

2.80. Without the appropriate levels and mix of staff it is unlikely that a unit can
provide the optimum service for patients. It is therefore important that, in enzuring that
contracts for renal services include appropriarc measures of quality, purchasers discuss

workforce issues with providers and ersure that contracts include standards for levels and

mixes of nursing and other non-medical staff. The purchaser guidance at Part III includes

inforuration which should assist purchasers in this, and includes details of the roles of
non-nursing staff.

Appropriate skill mix

2.8L. Purchasers of renal services should contract for high qualtty care and providers

have to consider the appropriate skill mix of saff to meet quality standards. This mix
will vary, depending upon the forms of renal rcplacement therapy being offered and the

needs of patiens and their families.

2.82. A senior nurse with clinical and managerial expertise will be a key participant in
negotiating the contract and in providing the service agreed. This expert nurse leader is

needed to head a team of nursing staff providing quality care, giving consideration to skill
mix, grade mix, rotation, minimal shift overlap, cost-effective treatment pattenrs, training
for dialysis staff and nursing rcsearch. In large nephrology/transplant centres or
nephrology units a clinical nuse specialist would support the expert nurse leader.

2.83. The 'Scope of Professional Practice' published by the United Kingdom Cenual
Council for Nursing, Midwifery aod Heatth Visiting (UKCCf provides a clear

framework for the development of nursing practice, promoting grcater flexibility and

reflecting the dynamic nafire of nursing practice. The framework also reflects the

personal responsibility and acconntability of the individual practitioner to protect and

1hc Scopc o! Professional Praaicc UNffED KINGDOM CENTRAL COT NCIL FOR NURSING,

MIDWIFERY AI{D HEALTII VISITING (1992)
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impfove sta:ndards of care. Some clinical experts in renal nursing are extending their

competencies and developing additional speciatised knowledge and skills which the

frarnework of the LJKCC guidance encourages. This enables such a anrse to function as a

practitioner with authority to use these extra skills as the first line health care professional

ior ro-. patients. Withitr a multi-professional team roles and responsibilities can be

reviewed and reallocated. This expert nurse is often the patient's first point of contact

and works within a hospital sefting but more frequently in the commuoity, thereby

providing continuity and a qualify of care relevant and respoosive to the needs of
individual patients and their families.

2.U. Tpical examples of this specialist renal nursing practice include:

o Nurse led clinics
. Home consultation and treatment management
o Patient assessment and diagnosis, eg peritonitis
. Treatment and care planning and implementation
o Drug maintenance
. Monitoring and evaluation of care interventions
. Counselling and zupport for patients and carers

o Direct access to hospital adsrission in an emergency.

Trainine

2.85. Existing arrangements for education and training of NHS stalf are designed to

carry forward-Govermnent pohcy that training shoutd be provider-led and that it is for
prorid.rs, in consultation with professional advisors, to determine the workforce

iequirements and staff training needs. Providers have the purchasing power to influence

the shape and content of training to match identified requireurent. Some provider unis

commiision their own ENB or other colurses, which include renal nursing, from a College

of Health directly. Health Care Assistans must also train and update their skills.
professional advisers have a key part to play in monitoring the quality and delivery of

training.

2.g6. ehanging pattems of service provision require a flexible and innovative approach

to mining. prJria.rr need to assess their workf,orce needs fel rctraining in the light of
service divelopment. Professional development for quatified renal nurses is an essential

element of their career stnrcnrre. All nepbrology/transplant cenues should provide

clinical placements for post-registration 6lining, for example in diabetic care or in

primary healthcare. This training fosrcrs innovation and advancements based on sound

research evidence.

2.g7. The 1993 publication of ttre 'Repoft of the Task Force on the Strategy for

Research in Nursing, Midwifery aod Health Visiting" referred to the involvement of the

nursing professions in a variety of problems impinging on all care groups and all senings-

problems which can affect quality of life often influence the lenglh of health care episodes

and may have a sgbstantial irpo, on the effectiveness and cost of treatment. Nursrng

practice must be research-based to validate good quality care and facilitate innovative
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practice. It is essential to include opportunities for nursing research in the provision of
renal services. Nepbrology/Transplant centres should provide oppornrnities for nurses to

have appropriate training for research.

2.88. Nurses have an important role to play in the field of patient education, which can

prevent or delay the onset of complications. Good practice helps maintain good quality of
life - for example, preventing peritonitis helps to maintain the integrity of the

peritoneum. Good dietary discipline may delay the need for renal replacement therapy.

Education and support prepare families for coping with chronic sickness and provide an

enhanced qualtty of life.

Recommendation 12: The NHS Executive should continue to encourage purchasers

to involve relevant ctinical staff in addressing overall quatity standards in contracts.

Non-nursing workforce

2.89. Other essential team members include dieticians, social workers, technicians,

counsellors, business manager and transplant co-ordinators. The promotion of locally-
provided services to zuit the needs of patiepts and families will require greater emphasis,

as will teamwork between healthcare professionals in bottr the hospital and the community

settings. As wi& the nursing worldorce, nou-nursing staff must be considered by
purchasers and providers in negotiating contracts and in ptanning future developments of
renal services. The draft purchaser guidance at Part Itr includes information at Annex 2
which will assist purchasers in these negotiations.

The Role of Primary and Community Hedth Care

2.n. GPs and professionals providing health care in the cornmunity have an important

role in providing an effective service for ESRF. Most GPs will see very few patiens

requiring treatment for ESRF. A large GP practice with a list of 10,000 patients is

untitcety to see more than I or 2 new patients requiring RRT each year, although practices

with large numbers of elderly patiens or patients from etbnic minority populations are

likely to have more such patients.

Z.gl. However, as patients arc taken on to the RRT programme, the total number of
patients receiving treatment will, although remaining small, continue to rise. The total

irunbers, eren in areas of high incidence because of ethnic mix or bther locd factors, is

unlikely to exceed 1000 per miltion population. This would result in perhaps at most 10

patients receiving treatment for ESRF in a practice of 10,000 patients.

2.92. However, perhaps 20 or 30 patients will have some degree of renal failure in a
practice of this size, and it is likely that around 7O% of these will be aged 60 or over.

These patients are cnrcial, since the majority have not been identified as renal patients,

and measures to slow the progfess of their disease or to address co-morbid conditions are

available. Other patients in at-risk groups need screening at regUlar intervals to detect the

onset of renal failure at the earliest possible moment.
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2.g3. Only around 5% of patients receiving RRT are inpatients - the remainder live in

their own homes and receive oupAtient or home dialysis treatment. This uggests that

primary and community health care should play a major role in the management of end

stage renal failure. For the most part, and with few exceptioDs, this does not apPear to

be happening

2.g4. As patients already receiving RRT age and the stock of patients receiving RRT

increases, it is already evident that ttre majority of patients undergoing treatment will be

elderly, may have other illnesses and may already have or will develop problems with

oaily iiving. Ottr.r specialists, parricularly specialists in old age medicine, will need to

ptay a greater part inthe rlanagement of ESRF in the community.

2.g5. Not all Gps are fully informed about kidney disease and ESRF, and this can result

in inadequate identification and referral of patients, thereby contributing to low acceptance

rates locaUy and nationally. Renal medicine is not always included in the core of an

undergraduate curriculum and plays only a small part in postgraduate education through

postg;duate medical centres. The Renal Association is actively looking at this, and has

i.t"o the iszue up with the GMC. The uudergraduate curriculum should include elements

which will imprwe knowledge of renal disease and the benefits of early detection of renal

failure.

Recornmendation 13: The place of RRT and the importance of understanding,

detecting and preventing BSnf should be included in the curriculum for
undergraduate and postgraduate teaching.

Prevention and earlv detection of ESRF

2.96. Oppornrnities for preventive management of renal disease are limited. However,

improved i*"r"rrrs, .-oog GPs of renal disease will inevitably lead to better and earlier

identification of ESRF ana improved prospecs for good outcomes for patients. At the

moment Gps are not always particularly well-equipped to detect or qenage patients wittt

ESRF. This is not zurprising given the comparative infreErency of su9h cases. There

are however several steps which purchasen can take to improve this sinration.

2.g1. Improved detection and management of hypertension by GPs and community

health proiessionals will limit furthel damage to an already impaired kidney -

hypertension is very common in renal patients - and it will Preveot renal damage in

p"ii.otr with severe hlpertension. Earlier and beuer nanagement of diabetes can be

expected to reduce
sijnifrcantty the burden of diabetic renal faihue; there is evidence that better control of
ioiofio<.plndent diabetes mellins reduces the incidence of nephropathy, although no

firm eviaence is yet available to show that the same is tnre for non insulin-dependent

diabetes mellinrs. Early detection 2ad manegement of alt renal impairment are essential:

complications can be nanaged better and reversible feaUrrcs identified. Recent
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observations suggest that the late referral- of patients rezults in prolonged morbidity and
probably in increased mortality during the treatment of ESRIiro'rr.

2.98. hrrchasers should ensure that services purchased include measurres for the early
detection and appropriate referral of patients with conditions zuch as severe hypertension
and diabetes, especially in the black and Asian populations known to be at risk. The
incidence of ESRF rises by up to tenfold in the elderly. Rrrchasers can and should
identify zuch at risk groups in their contracts for services for the elderly or cornmunity
health services.

2.99. GPs are increasingly involved in health promotion, and there are measures which
can be taken within primary care to improve the early detection of ESRF. Knowledge of
those groups likely to be at risk will mean that GPs and cornmunity health staff can
'target' patients for testing. For example blood pressure measurement and dipstick testing
of urine for blood and protein assists in the early identification of patients with renal or
urinary tract disease which might progress to ESRF. hrrchasers should encourage GPs
and cornmunity health services to develop better means of targeting and testing patients

thought to be at risk of renal disease. In their checla of the over-75s, GPs should be

alert to the implications of a positive dipstick test. More important would be to test any

adult patient in an at-risk group for whom early diagnosis could lead to much earlier
detection aud treatment of conditions which could lead to serious renal problems in later
life and to be alert to the implications of a positive dipstick test. This might be taken

forward by the Healttr Technology Assessment $gr€€ning Panel, and the NHS Executive
should consider whether to ask the Panel to look at the issue.

Recornmendation 14: Ihe NIIS Executive should consider commissioning work to
review the evidence so as to identify the most cost-effective ways of identifying
patients with renal disease whiel might progress to ESRF, including the evidence for
screening for renal impairment.

"Health Literacy" and information for GPs

2.100. ln addition, as part of "health literacy' progratnmes, purchasers should

target at risk groups zuch as diabetics, the elder$ and ethnic minorities. This will mean

that purchasers will need to develop appropriate literanue and other means of
communicating health information, and to ensure that they are made accessible to groups

whose first language is not English.

2.101. The steps described above should be part of a general process of raising

awareness of renal disease among non-renal clinicians including General Practitioners,
specialists in the care of the elderly and comrrunity health workers. This should be a

EADINGTON DW, CRAIG KJ, WINNEY RI. Co-morbidity and biological indices modulate the impact and

rhe rate of referral and survival on RRT Neplvology Dialysis Trorsplantation 1994; Yol9: 960

RADCLIFFE PJ, PHILUPS RE, OLntER DO. The late referral fur maintenance dialysis Br Mcd J 1984:

?fi:4414432
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joint exercise involving purchasers, the FIISA and provider clinicians. One possible
approach could be through the joint-funding of a renal services adviser, similar to a
pharmaceutical adviser or diabetic adviser or, rnore appropriately given the relatively low
level of need, increasing the skillS and knowledge of medical advisers to encompass renal
services. Although this is included in the draft purchaser guidance at part III, the NHS
Executive should consider whether further guidance might be needed in this area.

Recommendation 15:.In order to improve the early detection and treatment of ESRF,
the NHS Executive should consider what guidance it should provide to enable
Purchasing Authorities and FtISAs to develop knowledge and understanding of renal
services and related conditions among Ghr community health workers and
specialists in other fields; and how the current role of the medical adviser could be

expanded to provide advice on renal services.

'Shared Care."

2.102. Most of the medicines taken by patients in renal failure can be prescribed

by their GPs helped by a 24'hour telephone information service that advises on dose

modification. There is increasingly a view that erythropoietin is best prescribed by the

renal unit allowing for continurty of clinical practice and cost-effectiveness. Although
some GPs have until now aszumed responsibility for prescribing CAPD fluid on an FP10,
this practice is to be discontinued. Separate guidance will be issued to clarify &e new

arrangements.12

2.103. GPs, primary care teams and cornmunity staff have key roles in preventing

renal disease, in identifying incipient renal disease and ensuring early referral, and in
recognizing and addressing unmet need. The new joint DHA/FHSA commissioning
agencies once established, zubject to the necessary legislative framework, will be in a
better position to take an integrated approach to purchasing renal services for patients who
are already on RRT and for prevention of renal disease which should be given a high
priority. Improved detection and management of hypertension and insulindependent
diabetes mellinrs by GPs and community health professionals will limit further damage to

an already impaired kidney.

Recommendation 16: The NHS Executive should consider what steps it might tahe to
encourage the development of shared care between renal specialists and GPs.

t2 EL(95)5, 'Purchasing high-tech health care for patiens at homen, issued in January

1995.
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The role of other professionds

Specialists in the care of the elderl],

2.104.. Although renal failure occurs predominantly in the elderly, physicians

specialising in the care of the elderly have been little involved in the detection or
management of renal disease. Their participation is needed, especially at community
level, because of the many problems that ESRF patients face, either coincidentally or as a

rezult of their renal failure. Provider units need to establish liaison with their colleagues

specialising in the care of the elderly to assist in the detection of renal failure, discharge

from hospital and ongoing care in ttre cornmunity.

Social workers

2.t05. The need for social workers to be involved in deding with the problems of
patients living in the community was recognised by renal physicians and nurses many
years ago, but changes in the stnrcnue of social work have made it more difficult to
concentrate expertise or act in a co-ordinated and effective Ennner in this area.

2.L06. The review has taken evidence from the Renal Special Interest Group of the

British Association of Social Workers (BASUD, and it is clear that there are a number of
problems in the provision of social work services to renal patients. One of the major
issues is tbat, where a social worker is attached to a renal unit, the local authority

responsible for providing the service will invariably refuse to fund services for patients

from outside the local authority area. In major renal centres, where patients may be

drawn from a wide area, this results in some patients receiving no social work zupport at

all. A furttrer problem drawn to tlre attention of the review group was that, in a number

of cases, local authorities have refused to employ a social worker who would be attached

to a renal unit, even when that post would be wholly funded by another organisation (eg.

the British Kidney Patient Association). The reason given in one strch case was that the

social services departrrents resources are nconcentrated oD staffiory and child protection

duties".'

2.107. A number of posS already exist where social workers are attached to a
renal unit. These posts are mainly charitably-funded or receive only "purtp-priming'

funding from statutory sources. Thus, r:nintentionally, this service is less well provided

tban formerly at a time when the mix of patients in the cornmunity requires more, rather

than less, support. The evidence submitted to the review by the BASW Renal Special

Interest Group suggests that the difficulties stem from the changes in 1974 when local

authorities became responsible for the provision of social work to health authorities. The

problems created by social workers having no jurisdiction over patiens from outside their

area would be overcome if they were to be employed by units. This has potential

drawbacks in tlrat social workers need to maintain links with their profession, and would

in some cases require a difficutt shift away from curreDt practice. However, this solution
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aPpears to have been successful in a nrmber of units, where the cost of social work is
included in the conmct with the prirchasing health authority. These costs iue in any
evetrt not great, and can be recovered by the DI{A from the home local authority. The
advantage of this system is that the'unit-based social worker can work closely with both
the medical and nursing team in ttre unit and the social work team from the home local
authority.

2.108. Clearly these issues need to be addressed: all patients should receive the
services they need. The Deparment of Health should consider how the provision of
social work services to renal patients could be improved; similarlY, the NHS Executive
should consider ways in which purcbasers and providen could be more flexible on the
employment and funding of social work services.

Recorunendation 17: The Department of llealth and the NHS Executive should
consider how the provision of social work serices to rmal patients might be
improved.

Information requirements

2.109. There is an urgent need for adequate collection of data to inform
purchasers and to ensure that information about effectiveness of treatmeot can be collected
and collated centrally. A national renal registry is being developed, supported by the
Deparment of Health, and this should develop an appropriate template for the collection
of data. hrrchasen will need to ensure that providers are linked with this, and that
national and international data are available. This could provide both population-based
information on acceptance and stock rates for purchasers and data on outcomes of
treatment adjusted for case mix and process measures for clinicd audit. Such data sets
will be developed by the Renal Registry, and the Renal Association/Royal College of
Physicians standards document (see paragraph 2.A) will provide a zuitable framework for
developing process and outcome measures.

2.tto. Purchasers need to understand the service which they are purchasing on
behalf of their populations and build measures of qulity into ttre contracti4g
arrangements. In order to do so they need to be provided with information in an
accessible forrr about standards, outcomes and effectiveness to monitor the service.
Providers need to ensure tbat their information systens are able to provide comprehensive
data for purchasers and, for their part, purchasers should recognise that they will need to
fund these through contracts. In order to inform their needs assessment and to plan for
funrre need, purchasers will need 3s x minimum from provider units serving their
population data on acceptances and stock by age, sex, etbnicity and modality of treatment,
ideally over a 3 - 5 year period. When quality standards have been agreed and made
routinely available, information relevant to them should be collected and made available
by individual unit.
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Transplantation

2.lll. While not formally included in the review's terns of reference, transplantation is
in most cases the optimum mode of treatireut. Thus the review took advice from the
British Transplantation Society and its Transplantation Training Advisory Cornminee.

2.112. Data collected for this review (Part tr(A)) shows that, of the 30 units
carrying out renal uansplants in England, 24 are based in teaching hospitals (83%,
roughly equal to the average figure in Europe). The nrmber of transplans carried out
annually ranges from 8 to Lzl. Paragraph 2.1L4 notes the iszues that those unis at the
lower end of the range will need to face in the fuhre, and it is questionable whether a

unit carrying out very small numbers of transplants each year will remain viable over the
long term.

2.L13. The purchaser guidance at Part Itr points out that the balance of opinion favours a

combined nephrology and transplantation service. With the current system of recording
consultant activity it is not possible to record the workload of nephrologists and transplant
surgeons separately. It should be possible to find a way of doing this. That would help
purchasers to judge the assignment of costs and to confirm that patients are receiving an
optimal service.

2.1t4. Ideally a transplantation unit would serve around 2.5 - 3 million people. Not all
unie are of this size, but in many cases the issues are being addressed. While small
traDsplant units are generally undesirable and the establisbment of new ones should be
considered only with great care, there are occasional smaller units which have achieved
acceptable results tbrough the dedication and banl work of a small number of individuals,
who work under conditions which should not be peryenned indefinitely. As long as

these units continue to offer a high standard of care they should not be closed
precipitately, but it is unlikely that they can remain viable, given the requirements for
defined consultant workloads, restricted availability of junior doctors in training, the
dangers of cross-cover by non-specialist saff and the increasingly sophisticated
infrastnrcfirre a mnsplant unit reErires. It is most important that patiens have the best
available treament and this should not be compromised in order, for example, to reduce
travelling times.

2.1t5. The major problem facing renal transplantatioo services, not just in the UK
but worldwide, is the lack of nritable donors. Advances in medicine in the last twenty
years have led to more and more patients becoming suitable for transplantation, but at ttre
same time in the IJK the original npool' from which potential donors came has altered -
due mainly to a remarkable decrease in the nrmber of deaths from intra-cranial
haemorrhage. Clearly the number of zuitable donors is limited. However, evidence
suggests that up to 3O% of potentially zuitable organs may be lost due to ttre
unwillingness of relatives to give consent.r3'r4

GORE MS, HINDS CJ, RIJTHERFORD AJ. Organ Donation from Intensive Care Units in England

Br Mcd J 1989;299: 1193-7

GORE MS, TAYLOR RMR, WALLWORK T. Availability of transplanuble organs from brainstem death

donors in intcnsivc carc uais. Br Med J l99l: 302: 1053-5

l3

-29-



2.U4. hrrchasers have a crucial role to play in supporting the efforts made by
clinicians aud Transplant Co-ordinitors to ensure that as many organs as possible can be
harvested and transplanted. Some regions have much better retrieval rates than others,
and purchasers in the less zuccessfril regions will no doubt wish to look at the methods
employed by those which are more successful. In North-Western Region a pilot
progranme of training under the European Donor Hospital &lucation Programme
(EDHEP) is currently being provided to help staff learn the most effective ways of
approaching relatives so as to maximise orgar retrieval. If the programme proves
successful it should be considered for wider implementation. The report by the King's
Fund Instinrte, A Question of Give afid Takers, published earlier this year discusses a
nrmber of measures that might lead to increased donation, although it should be noted the
report does not recommend all these methods. Some of them, like xenografting (the use
of animal organs), raise complex ethical issues. In any case xenografting has not yet been
developed. But other methods, like the Spanish Transplant Co-ordinator scheme are worth
further examinationt6.

Recommendation 18: The NHS Executive should consider what steps it-might take to
increase the amount of kidneys available for transplantation, for example by
investigating whether the pilot scheme in North West Region coutd be extended; and
looking at tle lessons which might be learned from the Spanish Transplant Co-
spdin31s1 scheme.

2.117. Rtrchasers should ensure that contracnral arangements for renal services
include policies for promoting organ donation and for &e equitable and effective
allocation of kidneys. This should include participation in the National Kidney Sharing
Scheme. The transplant co-ordinator's role is essential in faciliating the retrieval of all
orgrns and in providing professional and public education to encourage donation.
Adequate staffing and funding should be available to fulfil these functions. Evidence
presented to the review suggests that the costs of transplant co-ordinators is often borne
solely by the renal unit. However, all those transplant services which make use of the
co-ordinator (eg. heart and lung, liver, corneal) should contribute to the cost of running
the service. The relationship between renal units, and the transplant centres (eg. heart,
liver) will need to be taken into account. hrrchasers should ensure that their local acute
units have policies which facilitate appropriate organ retrieval, particularly where there
are neurosurgery units.

NEW W, SOLOMON M, DINGWALL & McXALE J A Qaestion ol Give and Tokc - Improving the Supply
of Donated Organs lor Transplantation KINGS FUND INSTIUTE (1994)

Repon on Management of Reml Failurc in Europc,l0(m, 1992 h NEPIIROLOGY DIALYSIS
TRAIYSPLAI\IIATION (Olfrcial hrblicatbn of the Europeen Dielysis and Transplant Association),
Oxford (in press)

t5
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Costs

2.118. Information on the present costs of renal senrices in England is limited.
The survey of purchasers carried out for the review (see Part tr) demonstrated the lack of
knowledge of costs on the part of purchasers. It is difFrcult to see how purchasers can
plan senrice developments without this basic information.

2.119. Two pieces of work were commissioned for the review from Graham Shipp
of RMS Ltd. The first was a detailed stndy of unit costs in a single renal unit. The costs
derived from this were tested against a nrmber of other units, and were found to be
representative of costs across the whole service. The rezults ef this work, along with a

study of the likely increase in costs given the growth in patient stock which is likely to
occur over the next few years, are at Part tr. The second piece of work was the
development of a costing template for use by purchasers and providers. This is included
with the draft purchaser guidance at Part III, and aims to provide a tool which can be
used to determine much more precisely the current cost of the service, and thereby to
plan more effectively any development of services. The template has been discussed with
and piloted by a ntrmber of provider units.

2.120. The review has not attempted to develop precise estimates of future costs of
providing renal services. However, calculations based on the data collected for the
review suggest that, over the next decade, the costs nationally are likely to increase by as

much as lN%. The aszumptions on which this broad estimate is based are as follows:

o the number of patients receiving RRT will rise by around 80%'nationally over the
next 10 years, when a plateau will be reached;

. there will be few developments in clinical practice over the period in question
which will radically affect the way patients can be treated, and the cost of
treatment is unlikely to fall further by competitive reductions in unit costs of
methods already being emploYed;

. new patients taken on to the programme will be on average older than current
patients. Because of the increased incidence of co-morbid conditions in the

elderly, these new patients are less likely to be zuiable for transplantation than
younger patients. Thus the treament for new patients being accepted for RRT
will have a higher unit cost rhan ueatment for patients already on the programme;

2.121. From the data collected for this review, it is possible to estimate the

current cost of renal services at approximately f,300 million per year. It is clear from the

survey of purchasers in Part tr that purchasers may at present have liule idea of tnre
present or likely funrre cost of the service - since the costs of the service are complex,
purchasers need detailed information: the costing templarc at aDnex 4 of the draft
purchaser guidance (Part m) should assist in the collection of this data. An initial
estimate of costs when the 'plateau' of patient stock is reached indicates that renal
services are likely to accouut for ber*,een f450 and f,550 million of NHS expenditure in
10 years time, depending on whether take-on rates increase and the type of treatment
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2.L22. The review has collected a great deal of detailed information on costs and
levels of provision. However, more work is required in order to produce accurate
estimates of costs.

2.t23. It should be possible to produce robust estimates of costs both nationally
and, with suitable adjustments, locally. The NHS Executive might find it helpful to
commission work to build on the start made by this review, in order to produce estimates

of costs which will assist in plenning fuaue provision nationally and locally.

Recommendation 19: Ihe NIIS Executive should develop accurate estimates of the
costs of providing renal services in the future by building on the work carried out for
the review.

Further work

2.124. This review has collected a unigue set of data encompassing all aspects of
the provision of renal replacement therapy in England. The data is at Part II of this
report. The data set comprises a description of the facilities and staffing in all renal
units; individual data on all patients accepted aud receiving treatrnent; costing data of the

components of a renal services; and a model with which to estimate funre demand. The
analyses of these data have been limited by the time available. There is scope for further
analysis in a number of areas which would enhance understanding of the current and

tikely funrre need for RRT. Specific areas where further enalysis could be undertaken
follow.

2.125. Patient Stock Data: The database has individual data on all patients on

RRT in England. This database could be analysed for population-based acceptance rates

by age, sex, ethnicity, primary disease, and geographical area (DHA and Region).

2.126. Paediatric Data: Staffing and facilities data are available for all paediatric

renal units and data on acceptances and stock under age 16 wherever they are treated.

The review did not address paediatric renal services, but tttis data should be analysed

(possibly in collaboration wittr the British Association of Paediatric Nephrologists) to
show acceptance rates by sex, ethnicity and geographical area.

2.127. Ethnicitv and Need for ESRF: Acceptance rates of non-white ethnic
groups are increasing. Further work is needed to standardise these rates by age and sex,

to analyse them by underlying disease, and to standardise DHA and regional rates to take

account of etturicity. At preseff the non-white population is younger than the white
population, and projection of ttre impact of their ageing on the need and demand for RRT
should be undertaken.

2.t28. Geognaphical variation in acceotance rates: There is a marked interdistrict
variation in crude acceptance rates. These need to be standardised by age and sex.

Variation is likely to be determined by local supply (main uniB, dialysis stations and

satellite units), access to services and by population need (eg., the size of the non-white

population). It is important to explore further the relative determinants of acceptance at
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small area level by appropriate statistical r"nodelling. The effect of deprivation has never
been investigated to date, and these data provide the oppornrnity to do so.

2.129. Modelline future need: The'predictions of patient numbers developed for
the review are robust for steady state projection given a variety of input data. They are
not designed to assess year-on-year build up to steady state. To allow analysis of the
dynamics of the change in stock that is likely to occur is F.nglaod as a whole and in areas
with different starting stocks and population ueed the present model would need further
development. It should be borne in mind that detailed year-on-year modelling is subject
to distortion since there are invariably shifis in treahent protocols which, unaccounted
for, rezult in continued divergence of reality from the model. Furthermore, the precision
of year-on-year data is best for large populations; for smaller populations (for example at
average DHA levels) precise numbers are difficult to assess. We note that development
of this model could have benefits for other specialities, allowing much more accurate
estimate of funre demand and resource needed than has hitherto been possible.

2.L30. Current and future resource use: The indicative costs of all crurent
patterns of service for RRT could be determined by applying the costings data derived for
the review to the information on DHA and renal unit patient stock. Future resource
needs could be modelled by linking this to the model developed by Dr Ivor S/ood (see

paragraph 2.L29), with costings by modallty of ftament.

2.L31. While much of this work is of academic value, it will add to the body of
knowledge of renal seryices, and will be invaluable to purchasers assessing need and
planning funrre development of renal services. The Departrrent of Health should consider
funding further work on this or enabling the data to be used for further analysis in an
academic setting, and the results made more widely available.

Recommendation 20: Ihe Departuent of Ilealth should consider how the data
collected for the review can be further andysed, and the work used by purchasers
and providers in assessing need and plnnning services.
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' "To look at the provision of renal services in the light of the recent report by the

Renal ,4ssociation which concluded tlut there was under-provision natioral$, in
absolwe tenns and with geographical imbalances; that there was a shortage of
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