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Background

White paper “Our inheritance, our future – realising the potential of    
genetics in the NHS”(2000)

Renal NSF ……“ to provide our patients with tailored information that    
will empower them to make informed decisions about their care”

Single gene disorders account for up to 10% of adult patients requiring          
renal replacement therapy, but currently there is no specialist provision 
for this group of patients or their families

Renal Genetic and Tubular Disorders: 
Case mix

Known genes

Polycystic kidney disease

Alport’s disease

Gitelman and Bartter syndromes

Liddle syndrome

FSGS

Renal tubular acidosis

High heritability

Recurrent kidney stones

Nephrocalcinosis

Early onset hypertension with a family history

Other tubular disorders e.g. hypo- or hyperkalaemia

At risk relatives of patients with the above conditions



Previous referral pathway

Further specialist
referral

if appropriate
At-risk family members

GP Hospital
clinician

Referral to renal clinic

Referral to geneticist

Referral to endocrinologist

Referral to urology

Renal nurse specialist
Renal dietitian

Biochemical &
radiological

investigations 
as appropriate

Problems:
Haphazard referral patterns

Insufficient consultation time

Inconsistent provision of information

Inadequate screening and genetic testing

No provision for at-risk family members



The Specialist Nurse Role

Advantages
Facilitates effective communication between specialities
Ensures a smooth, seamless patient pathway
Provides holistic care to patients with hereditary renal disease
Acts as a resource for other members of staff

Co-ordination of cross 
disciplinary clinic

Provide monitoring 
and education for 
CKD patients

Promote clinic to GP’s 
and within the Trust

Advice about metabolic 
abnormalities

Genetic, patient 
centred information

Co-ordination of 
genetic and clinical 
assessment of at-risk 
family members

Development of disease 
specific information

Education of patients, families 
and nursing colleagues



• Educate patients and relatives 
in clinic

• Act as a contact for queries 
and information

• Ensure inclusion of hereditary 
renal disease in local renal 

course

• Educate nursing colleagues 
within the renal unit

• Develop patient                                
information

• Promote clinic information leaflet to 
describe the clinic

• Liaise with communications department 
to ensure correct corporate guidelines 

used

• Produce disease                                 
specific leaflets

• Manage paperwork

• Co-ordinate clinic with 3- 4 
consultants

• Perform routine and PH urine 
testing

• Take BP, weight and height

• Administer audit questionnaire

• Liaise with clinic staff

• Monitor blood and urine results

• Provide information about CKD, medications, 
blood and urine results

• Act as contact for patients and other health 
care staff

• Educate about treatment options and 
progression of disease

• Ensure knowledge of patient pathway

• Provide tailored information for patients

• Increase personal knowledge of 
genetics

• Attend clinics with genetic counsellor

• Develop competencies for renal  
genetic nurses 

• Attend relevant study days and  
network with colleagues

• Ensure the use of current research

• Collaborate with National Genetics 
Education Centre and Cambridge 

Genetics Knowledge Park

• Develop web page for  
Trust web site

• Provide details about 
referral for GP’s

• Provide online patient 
information

• Give links to other websites

• Promote service locally and 
nationally by presenting to 

AKPA and conferences
• Liaise with patients to obtain 

family history

• Produce family pedigrees

• Obtain information about 
affected family members

• Collect relevant historical 
documents

• Liaise with other renal units

• Review clinic blood results and 
advise about medications

• Provide advice about potential 
symptoms

• Liaise with biochemistry and 
research staff about specific 

investigations



New referral pathway

GP Hospital
clinician Nurse specialist

Clinic appointment with 
appropriate member(s) of 

multidisciplinary team:

Nephrologist
Geneticist

Clinical biochemist
Urologist

Genetic diagnosis

Renal nurse specialist
Genetic counsellor

Renal dietitian

Biochemical &
radiological

investigations 
as appropriate

At-risk family 
members:

genetics nurse 
specialist

monitors/educates

If renal impairment,
renal nurse specialist

and physician
monitor/educate

Further specialist
referral

if appropriate

Feedback

Integrated care pathway

Case-dependent

On waiting list:
- Information sheet

- Provision of family information

if
affected

Discharged
if unaffected

Referral to renal genetics clinic



Patient Satisfaction Survey

Patient Satisfaction - Clinic Staff

76%

21%

0%

0%

3%

Excellent
Good
Average
Poor
NotStated

Patient Satisfaction - Information Given

68%

27%

1%

0%

4%

Excellent
Good
Average
Poor
NotStated

180 audit questionnaires administered, 170 returned 
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Information and Communication
Website – www.addenbrookes.nhs.uk - Renal Genetics and Tubular disorders

Leaflets –
Clinic information leaflet

Disease specific leaflets – Polycystic disease, Bartters, Gitelmans              

Talks –
Renal course – Homerton College

East Anglian Renal Meeting

Addenbrooke’s Kidney Patients Association

GP liaison committee

Promotion –
Communications Department – ‘Addenbrooke’s Matters’

Local Press


