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BACKGROUND RESULTS

« Autosomal dominant polycystic kidney disease
(ADPKD) Is the most common inherited renal
disorder’

« The early stages of ADPKD are often described
as asymptomatic?

 However, emerging evidence has reported that
patients can suffer from pain and fatigue during
these early stages

« There Is also the possibility that early stage
ADPKD can have a substantial psychological
effect on patients

OBJECTIVES

1) To explore the self-reported physical and
emotional impact of early stage ADPKD

2) To determine physicians’ perceived impact of
the early stages of the disease

METHODS

Study design
« Cross sectional study in the following countries:

Patient experiences

Physical symptoms

« 31% patients had early (CKD stage 1 or 2)
ADPKD

« Only 3 patients were completely asymptomatic.
All the others reported physical symptoms in
early stage disease

* Physical symptoms reported included pain,
fatigue, breathlessness, weakness and general
malaise

« These symptoms were severe enough to inhibit
work and physical activity/exercise

Emotional impact

« The emotional iImpact was widespread, caused
many patients to revaluate their life expectations,
and was represented by 3 main themes:

1. Loss

 In relation to having children (inherited disease),
life expectancy, healthy living, and valued lifestyle
activities

2. Uncertainty

« About the progression of the disease, what their
experience would be of the process and when it
would happen

3. Fear

 Forthemselves and their children, exacerbated
by uncertainty

« Patients often reported that the information
provided by physicians was unhelpful

« Patients with early stage disease often based
their expectations on the experience of their
affected family members and believed their
disease would follow the same course

 The words patients remembered physicians
saying at diagnosis were:

‘Fatal’
‘Worse and worse’
‘Incurable’

Physician experiences

- Tables 1 and 2 report the physician perceived
Impact of early stage ADPKD

« 24% nephrologists and 16% of PCPs thought
that patients did not experience any physical
symptoms

« 6/7% of nephrologists and 65% of PCPs thought
that patients experienced only mild physical
symptoms

 There was a greater recognition for the
emotional impact of early stage ADPKD

Table 1: Physicians’ perception of the severity of physical symptoms experienced by patients during
early stage ADPKD, by country and physician type.

France I EN Italy Nordic Spain UK Total
% % % % % % %
NP PCP NP PCP NP PCP NP PCP NP PCP NP PCP NP PCP

26 28 24 18 16 12 28 17 36 2 16 20 24 16
63 56 64 54 /2 66 68 31 62 63 72 /3 67 65
12 16 10 26 12 22 4 2 2 33 12 3 9 18

0 0 2 2 0 0 0 0 0 2 0 0 0 1
100 100 100 100 100 100 100 100 100 100 100 100 100 100

KEY: NP=Nephrologists; PCP=primary care physicians; N=sample size

Table 1: Physicians’ perception of the severity of emotional symptoms experienced by patients during
early stage ADPKD, by country and physician type

T
S

k"
~J 2 . % % % % % % %

NP PCP NP PCP NP PCP NP PCP NP PCP NP PCP NP  PCP

4 10 10 3 2 0 4 15 8 2 2 3 5 7

53 41 46 42 16 34 68 38 48 57 50 59 47 45

YIYS 33 45 34 44 66 62 26 38 34 39 46 31 0 43

| 10 4 10 6 16 4 2 10 10 2 2 2 8 5
Subjects Total 100 100 100 100 100 100 100 100 100 100 100 100 100 100

« 80 adult (218 years) patients with a diagnosis of
ADPKD 757 primary care physicians (PCPs)
and consultant nephrologists

Data collection

« All 80 patients, 72 nephrologists and 85 PCPs

KEY: NP=Nephrologists; PCP=primary care physicians; N=sample size

CONCLUSIONS

participated in semi-structured interviews  The emotional and physical impact of early stage ADPKD is widely reported by patients, however,
 Reponses were used to construct online the magnitude of this impact, particularly the physical impact, is underestimated by physicians
guestionnaires that were completed by 300 . Physicians were more likely to acknowledge physical symptoms if there was a plausible medical
nephrologists and 300 PCPs explanation (e.g. kidneys that were large enough to cause distention)
Analysis «  This under recognition may lead to physicians ignoring or discounting symptoms, leading to further
 Interview transcripts were analysed using distress and a reduction in quality of life for patients
thematic analysis . Further support is required for patients at the point of diagnosis of ADPKD

« Each interview was independently read, coded
and commented on by two qualitative
researchers
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