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FOREWORD

PCT Commissioners and Specialised Commissioning Teams have been given a challenging role in
providing proactive leadership in service redesign and development following publication of Shifting
the Balance of Power. The National Service Framework (NSF) for Renal Services also identified the
important role commissioners will play in working towards the 5 standards and 30 markers of good
practice in the NSF.

The Toolkit has been produced by renal service commissioners for commissioners and it outlines key
actions for commissioners to progress in partnership with renal networks and local strategy groups.
The Toolkit Development Group has also included patient representation with support from the
Department of Health Renal and Specialised Commissioning teams and national clinical leaders in
renal services.

The Toolkit aims to provide practical advice, guidance and support for commissioners in implementing
the Renal NSF and in developing local service strategies.
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PURPOSE AND SCOPE OF THE TOOLKIT

Purpose

= The Toolkit has been developed to support commissioners of renal and transplantation services in
the implementation of Part One of the National Service Framework for Renal Services (Renal
NSF).

Scope

= The Toolkit covers the range of renal and transplant services for adults as outlined in the Renal
NSF. It does not address in detail the needs of children and young people.

STRATEGIC CONTEXT

= The Health and Social Care Standards and Planning Framework: ‘National Standards,
Local Action’ (2005 — 2008) emphasises the importance of planning care along the patient
pathway rather than based upon organisations.

= One of the 10 high impact changes through service redesign identified within the Framework
refers to the need for a ‘systematic approach to care for people with chronic conditions and
disease prevention’.

= Standards for Better Health states ‘Organisations’ performance will be assessed not just on how
they do on national targets but increasingly on whether they are delivering high quality standards
across a range of areas, including NSFs and NICE guidance’ and ‘The NHS with Local Authorities
will need to be able to demonstrate that they are making progress towards achieving the levels of
service quality described in the NSFs’.

THE RENAL NSF AND THE TRANSPLANT FRAMEWORK — DRIVERS FOR CHANGE

The National Service Framework for Renal Services (Renal NSF) and ‘Saving Lives, Valuing Donors
— A Transplant Framework for England’ (Transplant Framework) highlight the following drivers for
change:

= Growth in the renal replacement therapy population has been estimated to rise from 27,000
patients in 2001 to around 45,000 patients by 2010. This is because the number of new patients
developing established renal failure exceeds the number who leave through transplantation or
mortality.

= The main growth in this population will be in older patients with additional medical complications
such as diabetes and hypertension — these patients may not be suitable for transplantation or
some forms of dialysis. They are likely to require haemodialysis.

= Renal replacement therapy consumes a significant proportion of the NHS budget, estimated at 1-
2%, despite the number of patients being relatively small (0.05% of general population).

= There is an increasing emphasis on the management of chronic long-term conditions and on
working across clinical specialities and organisational boundaries to plan and deliver individual
patient care.

= Patients should have choices in the care they receive. They need to have appropriate information
to make these choices and have access to a range of treatment options.

= The pathway for renal replacement therapy is described in the Renal NSF (page 6) and highlights
the important factors which need to be taken into account in local service provision.

= Establishing good dialysis access (both vascular and peritoneal) services is fundamental to good
patient care.
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= Renal transplantation is often the optimal choice for suitable patients in established renal failure
and is the most cost effective therapy, but is limited by the availability of donor organs and the fact
that not all patients are suitable.

= The Transplant Framework outlines the importance of meeting national transplant rate targets
through increasing organ donation and registered organ donor rates and highlighting initiatives
such as live organ donor reimbursement.

= The need to secure the specialist workforce with appropriate skills, and consideration of new
ways of working, will require local development.

= The importance of developing information systems which both meet the requirement to submit
data to the UK Renal Registry of the Renal Association and UK Transplant (UKT) for comparative
audit purposes, and the additional information requirements outlined in the NSF and the Renal
Information Strategy, will drive the need for local IT strategies.

ESSENTIAL SERVICE LINKAGES

Standard 1 in the Renal NSF emphasises the importance of developing patient centred services
which encourage partnership in decision making. One key element of this will be the development of
the individual care plan for all patients as a means of integrating and documenting their holistic needs.
Consideration needs be given to the potential for using the electronic patient record in developing
these integrated care plans.

The figure below illustrates the key service linkages for renal and transplantation services, and local
service leads within these areas may develop joint strategies and delivery plans as part of a chronic
disease/long-term conditions management programme.

Older People’s

Services
Renal failure increases
significantly with age and

Renal so there is a clear link
Dialysi s and between the Older
| . People’s NSF and renal
Transplantation .ﬁ. developments. Improved
Services recognition and earlier
i i intervention may
(including vascular access prevent/delay the onset of
surgery) ERF.

Children and Young People’s

Services
A robust transition policy should be in place for the
transfer of young people into an adult setting.
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IMPLEMENTATION OF THE NATIONAL SERVICE FRAMEWORK FOR RENAL
SERVICES (PART 1): AN OVERVIEW

The implementation of Part One of the Renal NSF will need to be undertaken in partnership across
renal service providers and networks, and the standards and markers of good practice will form the
basis of local delivery plans.

In clarifying the actions required to implement the NSF, three key stages have been identified:
STAGE 1: BASELINE ASSESSMENT
Using the Renal NSF standards to develop a template (see appendix 1), commissioners can establish

a position statement jointly with each main renal service provider. A traffic light assessment can be
helpful to indicate key areas for action:

Green Full achievement of standard / marker of good practice with clear evidence.

Amber Partial achievement of standard / marker of good practice but further work required to
complete.

Red Little or no achievement against objective with need for action.

STAGE 2: EARLY ACTION: STEPS TO TAKE BY 2006

The suggested actions for Stages 2 & 3 are an aide memoir and not an exhaustive list. Each
commissioning group will need to determine the local actions required.

NSF Action Suggested Actions

Use national data to » Undertake a health needs assessment on the population to be served
support planning and to taking into account age, ethnicity, gender, geographical factors and socio-
identify local priorities economic deprivation. Consider using national guidance on health equity
including the needs of black audits and Census data to objectively measure need.

and minority ethnic groups. | = Utilise the UK Renal Registry data to assess local performance against
national averages.

» |dentify any local variations in new patient acceptance rates and possible
reasons for these. Agree actions to reduce any inequalities in service
access across the area.

= Undertake a longer term projection of dialysis and transplant patient
numbers using a modelling tool (see source documentation for an
example). This projection will need to take key factors such as patient
survival rates, ethnicity and patient risk categories into account.

Continue to expand = Review current haemodialysis facilities, capacity and patient profile. Take

haemodialysis capacity into account geographical variations in haemodialysis (HD) and peritoneal
dialysis (PD) provision. Examine ratio of dialysis modalities.

= Develop planning assumptions regarding future dialysis capacity based
upon projected population, national comparative data / good practice and
addressing the need for patient choice.

= Quantify the gap between existing and future capacity requirements.

» Consider options for meeting the gap including location, provider type, and

timescale.
Join the UK Renal Registry | = Review local renal service providers to confirm submission and
of the Renal Association completeness of data.
and take part in national = I|dentify barriers for data submission such as lack of appropriate IT
comparative audit systems or administrative / data analysis support.

=  Work with local IT and renal services in resolving difficulties.

Implement NICE appraisal: | = Review current local home haemodialysis provision, including seeking

assessment for home existing patient views.

haemodialysis = Establish an overall planning assumption for Home HD in line with NICE
guidelines, patient views and projections.

» Assess requirements for service expansion (training protocols for both
patients / carers and staff / machines / staffing / home assessments /
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NSF Action ' Suggested Actions

conversions).
= implementation in accordance with NICE appraisal.
= Once established, undertake a formal service review.

Implement NICE appraisal: | = Review current prescribing policies and practices for immunosuppression

immunosuppressive in line with published NICE guidance.
therapy =" |mplementation in accordance with NICE appraisal.

STAGE 3: IMPLEMENTATION OF THE NSF STANDARDS AND MARKERS OF GOOD

PRACTICE BY 2014

A Patieiiaggr?trrcejc}éervice Markers of Good Practice Suggested Actions
All children, young people and adults | Provision of high quality, =  Audit information provided to
with chronic kidney disease are to culturally appropriate and patients, seeking evidence of
have access to information that comprehensive information how this has been modified to
enables them with their carers to and education programmes. meet the needs of different
make informed decisions and communities and patients with
encourages partnership in decision special needs.

making, with an agreed care plan
that supports them in managing their

Education programmes tailored | = Request details of education

condition to achieve the best to the needs of the individual. programmes provided.

possible quality of life. Individual care plans, regularly | = Seek evidence on the number
audited, evaluated and of patients with an individual
reviewed. care plan and whether this has

been discussed and agreed
with the patient.

= Review whether medicines
management has been
addressed within the care plan.

= Seek evidence of how the
need for care plan integration
across service areas (e.g.
diabetes care) is being

addressed.
Access to a multi-skilled renal = Review information on the
team whose members have range of services provided by
the appropriate training, whom and how patients can
experience and skills. access them.

= Review copies of any available
patient pathways and seek
evidence of how these have
been mapped.

= Review evidence on how
patients access the full
multiprofessional team and
identify where there are gaps.
Discuss possible options in
addressing these.

= Identify local good practice in
adopting workforce initiatives
such as the Renal Healthcare
National Workforce
Competence Framework by
Skills for Health.
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For children and young people,
meeting the standards of
‘Getting the right start: National
Service Framework for
Children, Young People and
Maternity Services’.

Review paediatric implications
with the paediatric
services/network.

Standard 2:

Markers of Good Practice

Suggested Actions

Preparation and Choice
All children, young people and adults
approaching established renal failure
are to receive timely preparation for
renal replacement therapy so the
complications and progression of
their disease are minimised and their
choice of clinically appropriate
treatment options is maximised.

Referral to a multiskilled renal
team, where possible at least
one year before the anticipated
start of dialysis treatment, for
appropriate clinical and
psychological preparation. This
principle should also be
followed for people with a
failing transplant.

Audit the time between referral
to renal services and start date
of dialysis for new patients.
Discuss with service providers
possible reasons for late
patient referrals and potential
solutions.

Review local protocols for
identifying and referring
patients with a failing
transplant.

Accelerated process with
intensive input from the renal
team for those who present
late to renal units or as acute
uraemic emergencies.

Review number of patients
presenting as acute uraemic
emergencies or those who
commence on dialysis within
12 weeks of referral.

Seek evidence of any fast track
protocols which have been
developed to address the
needs of patients who present
late to renal services.

People with ERF given
information about all forms of
treatment so that an informed
choice can be made.

Review patient information
programmes and evidence of
patient choice. (Check whether
failing transplants are included
in this process).

Patients put on the national
transplant list within six months
of their anticipated dialysis
start date if clinically
appropriate.

Analyse the transplant list
identifying date of referral
/anticipated dialysis start date /
actual dialysis start date — take
account of age, gender and
ethnicity.

Request information on the
percentage of those patients
on dialysis who are active
(rather than suspended) on the
transplant list.

Anaemia treated to maintain an
adequate haemoglobin level.

Seek evidence of clinical and
cost effective anaemia
management, including both
iron and erythropoietin (EPO)
prescribing for all patients
including pre-dialysis and end
of life care.

Seek evidence of consistency
in local prescribing protocols
against national and European
guidance including forthcoming
NICE guidance.
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Standard 2:
Preparation and Choice

Markers of Good Practice

Management of cardiovascular
risk factors and diabetes
according to the NSFs for
Coronary Heart Disease and
for Diabetes.

Suggested Actions

Establish links with cardiac and
diabetes networks/strategy
development groups.

Work with primary care
colleagues in integrating work
across cardiac, renal and
diabetes services, and explore
possibilities of linking diabetic
and renal monitoring at primary
care level.

Standard 3:

Elective Dialysis Access Surgery
All children, young people and adults
with established renal failure are to
have timely and appropriate surgery
for permanent vascular or peritoneal
dialysis access which is monitored
and maintained to achieve its
maximum longevity.

Markers of Good Practice

Early referral for assessment
and investigation for the best
means of access and timely
surgery (current best practice
being six months before
haemodialysis and four weeks
before peritoneal dialysis)
which enables patients to
begin dialysis with their
vascular or peritoneal dialysis
access established and
functioning.

Suggested Actions

Audit the time interval between
referral for access surgery and
establishment of access.
Review percentage of patients
commencing dialysis with
permanent access in place.
Undertake a review of theatre
availability / sessions and
utilisation for vascular access.
Identify whether theatre and
radiology support are
dedicated for vascular access.

Monitoring and early
intervention to minimise
complications of the access.

Review the protocol for
identification and management
of vascular access
complications.

Recording and regular auditing
of the type of access in use at
the start of dialysis, time from
referral to surgery and
complication rates for each
procedure. Temporary access
replaced by permanent access
as early as possible.

Undertake a baseline
assessment through audit of
the number of patients
commencing dialysis without
permanent access, numbers of
HD patients dialysing through
temporary lines and length of
time between use of temporary
lines and establishment or re-
establishment of permanent
access

Undertake a similar exercise
for peritoneal dialysis patients
and their access
establishment.

Proper training for patients,
carers and members of the
renal team in the care of the
access.

Review the training available
for patients / carers and
professionals in the
management of the dialysis
access.
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Standard 3:

Elective Dialysis Access Surgery

Markers of Good Practice

Suggested Actions

For children, young people:
dialysis access surgery to
follow the principles set out in
‘Getting the right start: the
National Service Framework
for Children, Young People
and Maternity Services —
Standard for Hospital
Services’.

Review paediatric implications
with the paediatric
services/network.

Standard 4:
Dialysis

Renal services are to ensure the
delivery of high quality clinically
appropriate forms of dialysis which
are designed around individual
needs and preferences and are
available to patients of all ages
throughout their lives.

Markers of Good Practice

All dialysis methods available
interchangeably for patients
including home haemodialysis
and automated peritoneal
dialysis.

Suggested Actions

Review current dialysis
capacity and modalities,
identifying the proportion of
patients on Hospital
(maintenance) HD, Home HD,
Peritoneal dialysis (both
automated and continuous
ambulatory peritoneal dialysis).
Review proportion of patients
dialysing at a centre and those
in satellites.

Undertake capacity modelling
based upon patient projections
and planning assumptions
regarding modalities.

In developing local dialysis
services, consider how to meet
the needs of haemodialysis
patients who wish temporarily
to dialyse away from home
(e.g. holidays/ business / family
events)

Patients receive an adequate
and effective dialysis dose.

Review the proportion of
patients who meet Renal
Association standards for
dialysis adequacy.

Review and compare local and
Renal Registry data and
identify any local actions
required.

Peritonitis rates to be less than
one per 18 patient months for
adults undergoing peritoneal
dialysis, one per 14 patient
months for children.

Audit peritonitis rates in PD
patients by provider.

Work with providers showing
high rates to identify options for
reduction of these rates.

Patients have their nutritional
status monitored and
appropriate nutritional support
in place.

Seek evidence from each
service provider of how
nutritional status is monitored
and assessed and by whom.
Review local nutritional
services against national
guidance.

National Service Framework for Renal Services Part One: Dialysis and Transplantation
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Standard 4:
Dialysis

Markers of Good Practice

Efficient patient transport
services available.

Suggested Actions

Review patient transport
services available including
voluntary sector support.

The local arrangements for the
funding of patient transport
services can be reviewed.
Seek views of patients / carers
on the transport service
through surveys / focus
groups. Repeat on an annual
basis.

Work with transport providers
to identify local patient
transport standards.

Review findings of national
Renal Learning Sets on
transport when published and
discuss local actions.

Review parking arrangements
for patient who drive to their
dialysis unit.

Specialist renal staff,
equipment and care available
throughout admission,
whatever the setting, for
patients with established renal
failure admitted to hospital.

Review local inpatient services
and whether patients are
admitted to a dedicated renal
ward or to general medical
beds.

Clarify the arrangements in
place for patients admitted to
hospitals with satellite dialysis
units and for those with no
renal service on site.

Markers of Good Practice

Standard 5: Transplantation
All children, young people and adults
likely to benefit from a kidney
transplant are to receive a high
quality service which supports them
in managing their transplant and
enables them to achieve the best
possible quality of life.

Early provision of culturally
appropriate information,
discussion with and
counselling of patients,
relatives and carers about the
risks and benefits of
transplantation with a clear
explanation of tests,
procedures and results.

Suggested Actions
Review details of patient
information given to
prospective transplant patients
including at what point this is
given. Review whether this is
tailored to individual needs,
including patients from different
ethnic communities.

Seek views from existing
transplant patients regarding
the quality of information
received.

Confirm whether all patients
are seen and assessed by a
transplant surgeon prior to
entry onto the transplant list.

Application of a national
matching scheme using agreed
criteria through UK Transplant
to optimise blood group and
tissue matching for kidneys
from deceased donors.

Review the transplant
matching schemes local
providers are working with.
Review the arrangements for
non-heart beating donation.

National Service Framework for Renal Services Part One: Dialysis and Transplantation
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Standard 5: Transplantation

Markers of Good Practice
Effective preventive therapy to
control infections.

Suggested Actions
Review details of local
treatment protocols.

Clarify whether providers audit
infection rates and what
actions are taken.

Timely operating theatre
availability to ensure optimal
cold ischaemia times.

Review whether transplant
operations have been delayed
by lack of operating theatre
availability.

Review cold ischaemia times
(time interval between removal
of the kidney and placement in
recipient) against national
recommendations.

Request information on the
local arrangements to address
the issues raised.

Appropriate
immunosuppression and anti-
rejection treatment and
effective monitoring and
treatment to minimise the risk
of adverse effects of

immunosuppressive treatment.

Review details of the
immunosuppression protocols
in place.

Check whether they conform to
agreed guidelines and
standards such as NICE
guidance.

Review process for active
management and support of
patients to improve drug
compliance.

Clear explanation for patients
of tests, procedures and
results and especially
information and education
about anti-rejection therapy.

Audit information provided to
patients, seeking evidence of
how this has been modified to
meet the needs of different
communities.

Specialist advice from the
transplant team available for
patients with a renal transplant
admitted to hospital, whatever
the setting.

Request information on the
local arrangements for seeking
specialist transplant advice at
satellite and local hospitals.

Organ procurement and
transplantation to follow the
principles set out in ‘Saving
Lives, Valuing Donors: A
Transplant Framework for
England'.

With local Transplant services,
undertake an assessment
against the key principles
contained within the Transplant
Framework.

Consider local initiatives which
will encourage increased organ
donation registration,
particularly taking into account
the needs of ethnic minority
communities.

Agree a local policy for live
organ donor reimbursement in
line with national guidance.

National Service Framework for Renal Services Part One: Dialysis and Transplantation
Implementation Toolkit for Commissioners

1"




PATIENT/CARER INVOLVEMENT

e The Renal NSF highlights the importance of fully involving renal patients and their carers in all
aspects of their care and in planning future services.

e Renal patients bring a unique perspective to the planning process and their views and opinions
are invaluable in ensuring services remain focussed on patient needs.

e Patient / carer involvement needs to be achieved at an early stage in order that they can both
influence the future planning for renal and transplantation services and comment on current
service delivery issues.

e Section 11 of the Health Act outlines the duty to involve patients in planning services.

e There may be established Kidney Patient Associations (KPAs) within the area or other more local
groups.

e The National Kidney Federation (NKF) (www.kidney.org.uk) is a national federation of around
70 Kidney Patient Associations. They produce excellent patient information leaflets and through
their national helpline can provide advice and support to local patients and groups.

o The NKF Advocacy Services have recently appointed regional advocacy officers to support
patient groups in understanding the new commissioning process and empowering them to play an
active role in this.

e Practical ways of securing real and meaningful patient involvement need to be considered. These
may include the following:

X3

8

Annual patient conferences to give feedback on issues / seek views

Involvement of patients on service design groups and renal strategy groups

Patient questionnaires / surveys on particular topics (e.g. transport)

Reimbursement of reasonable expenses for attending meetings

Work with the NKF to explore new ways of involving patients / carers including training of
local patient representatives

+«+ Consider local development of the Expert Patient Programme.

5

%

5

%

5

%
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KEY STAKEHOLDERS IN RENAL AND TRANSPLANT SERVICES

Stakeholders Issues to consider

SHA = Each SHA may have a specific lead for renal services or a lead for Chronic
Disease/Long-term Conditions Management.

= SHAs have a key role in performance monitoring and ensuring progress is
made towards national targets, strategic development and the modernisation

agenda.
PCTs/ = Individual PCTs undertake commissioning of local services such as those for
Specialised diabetes, whereas the commissioning of more specialised services such as
Commissioners renal and transplant care are undertaken by PCTs acting collaboratively in

Local Specialised Commissioning Groups (LSCGs).

= Most PCTs have public health support in undertaking health equity audits
and needs assessment work.

Primary care = There may be General Practitioners with a Special Interest (GPSI) in renal,

professionals diabetes or cardiovascular disease, or other primary care professionals
including nursing and AHP staff.

= Local GP trainers may provide support in developing joint initiatives.

Renal = Workshop events can be held to explore new initiatives / plans and to seek
professionals the views of experienced front line staff.

Allied Healthcare = Consult with other AHPs including those working in diagnostic radiography,
Professionals dietetics, occupational therapy and physiotherapy.

Patients / carers / = Consultation events and patient conferences provide an opportunity for
KPAs / PPIFs involving patients and carers in developing renal services.

= The Expert Patient programme outlines the important role patients play in
managing their long-term condition.

= Local patient groups can support consideration of service options. Patients
can be involved in key service development groups (e.g. Home HD /

National Service Framework for Renal Services Part One: Dialysis and Transplantation 12
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Stakeholders Issues to consider

Transport review).

= Renal patient websites can provide helpful advice and up to date information
(see source documentation).

= Patient and Public Involvement Forum groups at both PCT and Hospital
Trust level can also provide valuable input.

= Overview and Scrutiny Committees have a key role to play in ensuring
planning processes are robust.

Acute Trusts = Acute Trusts are a key partner in the provision of local renal care including
the provision of Outpatient services in local DGHs.

= Links with diabetes / cardiac services can be further developed at this level.

Voluntary Sector = Some voluntary groups may provide patient transport, respite care and fund
raising.

= Local religious groups can support in promoting initiatives such as organ
donation registration.

Local Authorities = Links with Local Authorities in jointly planning care are essential as renal
patients may often require access to local social workers and benefits
support.

Private Sector = Private sector renal providers can offer a wide range of support and services

across the patient pathway.

Transport = Local Ambulance Trusts provide a significant proportion of the patient
Providers transport service (PTS).
= Consider joint transport surveys / focus groups to identify any issues.

SOURCE DOCUMENTATION DETAILS

There are a number of source documents available to inform local NSF implementation:

Report / Issue Web site address

Renal NSF
National Service Framework for Renal Services www.dh.gov.uk
Part One : Dialysis and Transplantation (2004)

The Evidence Base for the NSF for Renal Services Part | www.dh.gov.uk

One (2004)

Population Planning and Patient modelling

Sheffield Renal Dialysis Patient Modelling Tool www.sheffield.nhs.uk/renalfailuremodel
Census information www.statistics.gov.uk

Renal Information / Standards / Performance
Monitoring Issues

Treatment of Adult Patients with Renal Failure — www.renal.org
Recommended Standards and Audit Measures.
The Renal Association (3rd Edition)

Renal Services Information Strategy (2004) www.dh.gov.uk
Department of Health
End Stage Renal Failure: A Framework for Planning and | www.kidneyalliance.org.uk
Service delivery (2001)
The Kidney Alliance
The UK Renal Registry of the Renal Association (6" www.renalreg.com
Annual Report) 2003
Transplant Issues

UKT www.uktransplant.org.uk
Saving Lives: Valuing Donors — A Transplant www.dh.gov.uk
Framework for England (2003)
Saving Lives: Valuing Donors — A Transplant www.dh.gov.uk
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Report / Issue Web site address

Framework for England — One Year On (2004)

The British Transplantation Society (BTS) www.bts.org.uk
The cost effectiveness of transplantation (fact sheet) www.uktransplant.org.uk/ukt/newsroom/fact_s
heets

Reimbursement of Living Donor Expenses by the NHS www.dh.gov.uk
(2004)
Immunosuppressive therapy for renal transplantation in | www.nice.org.uk
adults. Technology Appraisal 85, Sept. 2004

The British Transplantation Society — Standards for www.bts.org.uk
Solid Organ Transplantation in the United Kingdom

(2003)

Dialysis Issues

Guidance on home compared with hospital www.nice.org.uk

haemodialysis for patients with end stage renal failure
Technology Appraisal No. 48 (2002)

Dialysis Access Issues
Central venous catheters — ultrasound locating devices www.nice.org.uk
Technology Appraisal (No. 49) Oct. 2002

Commissioning Guidance
NatPACT www.natpact.nhs.uk
=  The Commissioning Friend for PCTs
= The PCT Competency Framework
Specialised Services National Definition Set: 11 www.dh.gov.uk
Specialised Renal Services (Adult) 2002

National Standards: Local Action. Health and Social www.dh.gov.uk
Care Standards and Planning Framework
2005/06 — 2007/08

Guidance in specific areas

Good Practice Guidelines for Renal www.dh.gov.uk
Dialysis/Transplantation Units: Prevention and Control
of Blood Borne Virus Infection (2002)

Temporary Haemodialysis Away From Home: Summary | www.dh.gov.uk
of funding arrangements for NHS patients resident in
England (2004)

Renal Specific Management of Medicines Guidance www.dh.gov.uk
(2004)
Management of Medicines: A resource to support www.dh.gov.uk

implementation of the wider aspects of medicines
management for the NSFs for Diabetes, Renal Services
and Long-Term Conditions (2004)

Facilities for Renal Services www.nhsestates.gov.uk
NHS Estates Health Building Note 53 (updated) —
Volumes 1 and 2 (2004)

NHS Estates Health Building Note 54

Service Linkages

NSF for Coronary Heart Disease (2000) www.dh.gov.uk
NSF for Older People (2001) www.dh.gov.uk
NSF for Diabetes: Standards (2001) www.dh.gov.uk
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http://www.bts.org.uk/
http://www.uktransplant.org.uk/
http://www.dh.gov.uk/
http://www.nice.org.uk/
http://www.bts.org.uk/
http://www.nice.org.uk/
http://www.nice.org.uk/
http://www.natpact.nhs.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/
http://www.nhsestates.gov.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/
http://www.dh.gov.uk/

Report / Issue Web site address

NSF for Diabetes: Delivery Strategy (2003)

NSF for Children, young people and maternity services | www.dh.gov.uk
(2004)

Workforce Planning
The Renal Team: A Multiprofessional Renal Workforce www.britishrenal.org
Plan for Adults and Children with Renal Disease (2002)

Renal Healthcare National Workforce Competence www.skillsforhealth.org.uk
Framework Guide (2004)

Patient / Public Involvement
National Kidney Federation www.kidney.org.uk

The Expert Patient: A new approach to chronic disease | www.dh.gov.uk
management for the 21% century (2001)

Interactive website with detailed clinical / patient www.kidneypatientguide.org.uk
information

Further Useful Reference Documents

Patient Modelling and e Wight JP, Olivier A, Payne N. A computer model for predicting

Projections the demand for end stage renal failure (ERSF) treatment,
contract setting and monitoring. Nephrology Dialysis and
Transplantation 1996: 11: 1286-1291.

¢ Davies R, Roderick P. Predicting the future demand for renal
replacement therapy in England using simulation modelling.
Nephrology, Dialysis and Transplantation 1997: 12; 2512-2516.

e Roderick p, Davies R, Jones C, Feest T, Smith S, Farrington K.
Simulation model of renal replacement therapy: predicting future
demand in England. Nephrology Dialysis and Transplantation
2004: 19: 692-701.

Transplantation

Live Organ Donation e Velidedeogluy, E. et al. Comparison of open, laparoscopic, and
hand assisted approaches to live donor nephrectomy.
Transplantation 2002; 74: 169 — 172

e Buell, JF et al. Hand assisted laparoscopic living donor
nephrectomy as an alternative to traditional laparoscopic living
donor nephrectomy. Transplantation 2002; 2: 975 — 982

e Wadstrom, J. et al. Hand assisted retroperitoneoscopic living
donor nephrectomy: Initial 10 cases. Transplantation 2002; 73:
11: 1839 — 1841

Heart Beating Donation e Gore SM et al. Organ Donation from Intensive Care Units in
England. BMJ, 299: 1193 —1197 (1989)

Non Heart Beating Donor ¢ Nicholson, M. Kidney Transplantation from Non-heart beating

Programmes donors (A Position Paper). NKRF 2002

Pre-emptive transplants e Asderakis et al. Pre-emptive kidney transplantation: the
attractive alternative. Nephrol Dial Transplant, 1998;13:1799 —
1803

Achievement of cold e Morris PJ et al. Analysis of factors that affect outcome of primary

ischaemia times cadaveric renal transplantation in the UK. The Lancet 1999; 354:
1147 —1152

Follow up of transplant o Kasiske, BL et al. Recommendations for the outpatient

patients surveillance of renal transplant recipients. J. Am. Soc. Nephrol

11: S1 - S86, 2000
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http://www.skillsforhealth.org.uk/
http://www.kidney.org.uk/
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http://www.kidneypatientguide.org.uk/

Early referral of renal patients | ¢ Steel, J. Do demographic variables affect the timing of referral to
the nephrologist? EDTNA/ERCA Journal, 2002; 185 — 187

Patient Education e Grumke, J et al. Missouri Kidney Program’s Patient Education
programmes Program: a 10-year review. Dialysis and Transplantation 1994;
23(12): 691 — 699
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Appendix 1 NSF Baseline Assessment Template \

This is an example of an assessment tool that Commissioners have found useful.

Key:

AMBER

Full achievement of marker of good practice with
clear evidence.

Partial achievement of marker of good practice but
further work required to complete.

Little or no achievement against marker of good
practice with need for action.

that enables them with their carers
to make informed decisions and
encourages partnership in decision
making, with an agreed care plan
that supports them in managing
their condition to achieve the best
possible quality of life.

Trust / Renal catchment area: Insert here

Standard 1 Markers of good practice Baseline |Comments

':(Ijluﬁgle‘;?r? cm:.% ﬁﬁ;‘g? gigiase Provision of high quality, culturally appropriate and

are to have access to information comprehensive information and education programmes. AMBER |A range of patient information is available but not always in appropriate languages / format.

Education programmes tailored to the needs of the
individual.

Individual care plans, regularly audited, evaluated and
reviewed.

Access to a multi-skilled renal team whose members
have the appropriate training, experience and skills.

For children and young people, meeting the standards of
'Getting the right start: National Service Framework for
Children, Young People and Maternity Services'.

Standard 2

Markers of good practice

All children, young people and
adults approaching established
renal failure are to receive timely
preparation for renal replacement
therapy so the complications and
progression of their disease are
minimised and their choice of
clinically appropriate treatment
options is maximised.

Referral to a multi-skilled renal team, where possible at
least one year before the anticipated start of dialysis
treatment, for appropriate clinical and psychological
preparation. This principle should also be followed for
people with a failing transplant.

Accelerated process with intensive input from the renal
team for those who present late to renal units or as acute
uraemic emergencies.

People with ERF given information about all forms of
treatment so that an informed choice can be made.
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Patients put on the national transplant list within six
months of their anticipated dialysis start date if clinically
appropriate.

Anaemia treated to maintain an adequate haemoglobin
level.

Management of cardiovascular risk factors and diabetes
according to the NSFs for Coronary Heart Disease and
for Diabetes.

Standard 3

Markers of good practice

All children, young people and
adults with established renal
failure are to have timely and
appropriate surgery for permanent
vascular or peritoneal dialysis
access which is monitored and
maintained to achieve its
maximum longevity.

Early referral for assessment and investigation for the
best means of access and timely surgery(current best
practice being six months before haemodialysis and four
weeks before peritoneal dialysis) which enables patients
to begin dialysis with their vascular or peritoneal dialysis
access established and functioning.

Monitoring and early intervention to minimise
complications of the access.

Recording and regular auditing of the type of access in
use at the start of dialysis, time from referral to surgery
and complication rates for each procedure. Temporary
access replaced by permanent access as early as
possible.

Proper training for patients, carers and members of the
renal team in the care of the access.

For children, young people: dialysis access surgery to

follow the principles set out in 'Getting the right start: the
National Service Framework for Children, Young People
and Maternity Services - Standard for Hospital Services'.

Standard 4

Markers of good practice

Renal services are to ensure the
delivery of high quality clinically
appropriate forms of dialysis which
are designed around individual
needs and preferences and are
available to patients of all ages
throughout their lives.

All dialysis methods available interchangeably for patients
including home haemodialysis and automated peritoneal
dialysis.

Patients receive an adequate and effective dialysis dose.

Peritonitis rates to be less than one per 18 patient months
for adults undergoing peritoneal dialysis, one per 14
patient months for children.

Patients have their nutritional status monitored and
appropriate nutritional support in place.

Efficient patient transport services available.
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Specialist renal staff, equipment and care available
throughout admission, whatever the setting, for patients
with established renal failure admitted to hospital.

Standard 5

Markers of good practice

All children, young people and
adults likely to benefit from a
kidney transplant are to receive a
high quality service which supports
them in managing their transplant
and enables them to achieve the
best possible quality of life.

Early provision of culturally appropriate information,
discussion with and counselling of patients, relatives and

carers about the risks and benefits of transplantation with

a clear explanation of tests, procedures and results.

Application of a national matching scheme using agreed
criteria through UK Transplant to optimise blood group
and tissue matching for kidneys from deceased donors.

Effective preventive therapy to control infections.

Timely operating theatre availability to ensure optimal
cold ischaemia times.

Appropriate immunosuppression and anti-rejection
treatment in accordance with the forthcoming NICE
guidance and effective monitoring and treatment to
minimise the risk of adverse effects of
immunosuppressive treatment.

Clear explanation for patients of tests, procedures and
results and especially information and education about
anti-rejection therapy.

Specialist advice from the transplant team available for
patients with a renal transplant admitted to hospital,
whatever the setting.

Organ procurement and transplantation to follow the
principles set out in 'Saving Lives, Valuing Donors: A
Transplant Framework for England'.
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