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Symptoms in kidney patients – why 

does it matter? 

Mehrotra R, et al. Kidney Int. 2023 Sep;104(3):441-454. Picture drawn by a patient participant Jayne Pigford.



What matters to patients?

Evangelidis N, Craig JC, Tong A, Manns B. Journal of Renal Care. 2015;41(4):211–2. doi:10.1111/jorc.12144 
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3. Anxiety

    Bone health
      Calcium
        Cognition
           Cramps
             Financial impact
              Food enjoyment
               Itching
              Nausea/vomiting
Par       Parathyroid hormone
             Phosphate
            Restless leg syndrome
S         Sexual function
S       Sleep

2. Ability to travel

       Ability to work
           Anaemia
                 Blood pressure
                     Depression

                       Dialysis adequacy
                         Dialysis-free time
                           Drop in blood pressure
                          Hospitalisation
                         Impact on family/friends
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                      Mobility
                    Pain
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               Target weight
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1.  Fatigue

Cardiovascular 
disease
Vascular 
access
Mortality

1. Core Outcomes
Critically important to all stakeholder 
groups. Report in all trials
2. Middle Tier
Critically important to some stakeholder 
groups. Report in some trials
3. Outer Tier
Important to some or all stakeholder groups. 
Consider for trials

Top 3 outcomes rated by patients/ caregivers 

Top 3 outcomes rated by healthcare 

professionals



Symptoms-What matters to patients

CKD stage 4 and 

5 (non-dialysis)

4

Murphy EL, Murtagh FE, Carey I, 

Sheerin NS. Nephron Clin Pract. 

2009;111(1):c74-80.



Symptoms – What matters to patients
5

Fletcher BR, Damery S, Aiyegbusi 

OL, Anderson N, Calvert M, 

Cockwell P, et al. (2022). PLoS Med 

19(4): e1003954. 



To whom patients (n=2522) speak about their itchy skin
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Symptoms are under-reported

1. Rayner HC et al. Clin J Am Soc Nephrol. 2017;12(12):2000–2007 (supplementary) 

2. Aresi G et al. J Pain Symptom Manage. 2019;58:578–586

3. Rayner HC et al. Clin J Am Soc Nephrol. 2017;12(12):2000–2007 

25%

PCP

n=404

Dermatologist

n=454

No HCP

n=631

Nephrologist

n=1059

Nurse 
or other staff

n=807

42%

32%

16%
18%

Adapted from Rayner et al.¹



Impact of fatigue...



How do we assess symptoms?

 Lots of scores out there – what do people use?

 Examples....

Kidney Disease Quality of Life-36 (KDQOL-36) 

Physical Symptom Distress Scale

CKD Symptom Burden Index



Case Study 

 Samantha – 56  years old

 CKD secondary  to diabetic nephropathy

 Hypertension

 Diabetic retinopathy and neuropathy

 Ischaemic heart disease

 Raised BMI

 eGFR 12ml/min/1.73m2

 Lives with husband John who works

 Coping at moment without carers

 Severe or overwhelming symptoms:

 Pain

 Itching

 Restless legs

 Constipation

 Nausea

 Weak, lack of energy limiting her activity

 Poor sleep

How might you start 

addressing these 

symptoms?

Current medicines:

Codeine 60mg three times daily

Paracetamol 1g four times daily

Senna two tablets night

Zopiclone 7.5mg night

Cyclizine 50mg three times daily when required

Plus: Aspirin, atorvastatin, linagliptin, glargine 
insulin, bisoprolol, ramipril, furosemide, 
darbepoeitin every 2 weeks



Symptom clusters

Moore C, et al. PLoS One. 2022 Mar 2;17(3):e0264312.



Pain

 What type of pain? (Diabetic with neuropathy)

 Severity

 What choices do we have?

 Side effects/counselling

Analgesic Step  Options & Doses  

1st line 
Non-opioid 

analgesia 

Paracetamol 1 g QDS 

 

Consider 500 mg QDS in the very elderly, frail, 

weight <50 kg, or with liver impairment 

2nd line 

Weak opioids- 

+ paracetamol 

(choice as per 

local formulary 

/ preference) 

 

Codeine 15mg up to QDS 

Dihydrocodeine 30mg up to QDS 

Tramadol 50mg up to TDS 

 

If pain is chronic and responding: 

Buprenorphine patch 5 micrograms/hr weekly 

(≈ 60 mg codeine/day) 

3rd line: 
Strong opioids 

+ paracetamol 

Oxycodone – 1mg–2mg up to QDS 

 

If pain is chronic and responding to a 

strong opioid: 

Fentanyl patch 12 micrograms/hr (≈ 60 mg 

oral oxycodone/day) 

Neuropathic pain

Gabapentin 100mg at night or alternate night. Can titrate as 

tolerate to 300mg night

Pregabalin 25mg alt night or at night. Titrate gradually. Usual max 

75mg night

Duloxetine 30mg night. Maximum 60mg night

Amitriptyline 10mg night. Titrate. 



Itch

 Other information about the itch?

 Causes?

 What might you use?

 Emollients – any

 CKD-MBD management

 Opioids review

 ?RRT need

 Mirtazepine/SSRIs

 ?antihistamines (sedating if not sleeping)

 Montelukast

 IV Iron



Restless legs

 Causes?

 How might you treat?

 Counselling points? 

 Ureamia, thyroid disease, iron deficiency, folate, medications (e.g. 
antidepressants SSRIs/SNRIs, antihistamines, metoclopramide)

 Increase exercise, reduce caffeine/nicotine

 Pharmacological treatment:

 Small doses of pramipexole 88microg night or ropinirole 0.5mg night

 Clonazapam 0.5mg night

 Gabapentin 100mg night or alt night, Pregabalin 25mg night or alt night



Constipation/Nausea

 Causes?

 Treatment?

 Stop codeine?

 Uraemia ? Need RRT

 ?gastroparesis/bacterial overgrowth – diabetic



Sleep

 How would you treat?

 Sleep hygiene (?daytime naps)

 Could be combination of pain/itch/GI symptoms

 Manage other symptoms first (e.g. mirtazapine for itch may help sleep, 

caution with RLS)



Fatigue

 Contributing factors in this case?

 Complex symptom

 Exercise – PT

 OT support

 Psychology?

 Social worker support

 Medicines (opioids, bisoprolol)

 Anaemia management

 Vitamin D 



Requires multidisciplinary input



Takeaways from today?



Tea break

Second interactive workshop 14.45 –  15.35

19

Grab a coffee and check out the industry room – Room BOND 4th  Floor

How people make choices/ 

shared decision-making 

Room: Connect (floor 4)
Dr Anna Winterbottom

Dr Jyoti Baharani

Smooth transition onto home 

dialysis 

Room: Develop (floor 3)
Dr Mark Lambie

Julie Oliver & Elaine Gibson

Transplant workup pathways - new 

BTS guideline for cardiac assessment 

Room: Innovate (Main Room, floor 3)
Prof Adnan Sharif

Dr Shivanand Chavan

Psychosocial care in AKC 

Room: Achieve (floor 3)
Dr Janette Moran

Improving quality of life with symptom management 

Room: Room: Escape (floor 4)
Dr Kathrine Parker

Prof. Helen Hurst



Third interactive workshop 15.35 –  16.25
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