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Illness Perceptions and the CSM 
(Leventhal et al 1980; 1984; 2003)

Model of self-regulation (monitor and adapt behaviour towards a 
goal)

Illness representations refer to organised beliefs surrounding an 
illness, following an illness threat

Organised in memory (schema), that is, a mental model of the 
condition

Influence by social and cultural factors

“Defines the illness experience and subsequent attempts to control 
the illness threat” – Illness perceptions guide coping procedures in 
an attempt to control the threat (i.e. IF-THEN RULES)



Identity Illness label and attributed symptoms

Consequences Perceived effects of illness

Timeline Chronic, acute or cyclical beliefs regarding illness duration

Control/Cure Controllability of  the illness

Causes Perceived causal factors

Coherence Perceived understanding of the illness

Cognitive Representation of 
illness/threat

Emotional Representation 
(Emotional Response to 

illness/threat) 

Coping Procedures to 
manage emotion 

Coping Procedures to 
manage problem 

Illness threat

Appraisal

Appraisal

Health related outcomes 
(e.g. function, disease progression)

Emotion related outcomes (e.g. depression, anxiety)

ILLNESS PERCEPTIONS

CSM 
(Leventhal et al 1980; 1984; 2003)



Hagger et al (2017) Psychological Bulletin



Available at:

http://www.uib.no/ipq/
Measuring Illness Perceptions

http://www.uib.no/ipq/


Patient Drawings (from Petrie and Weinman 2012)



Broadbent et al (2004)

74 myocardial infarction patients (MI)
Drew pictures of their hearts 
Recovery was assessed 3 months after (self-report)
Compared those who drew “damage” on their hearts vs. “no damage”

Those who drew damage prior to discharge reported 3 months later:

•Taking longer to return to work

•Perceived amount the heart has recovered to be less

•Great time-line perceptions (chronic beliefs)

•Less control over the heart condition



Correlational results

Troponin-T (cardiac enzyme) NOT correlated with speed of return to work 
(i.e. a proxy of “recovery” ) 

% Damage drawn 
and Troponin-T 
levels correlated



Importance of Illness Perceptions:
What is the evidence in kidney patients?

Depression QoL

Adherence Survival

Physical 
Health Fatigue



Illness Perceptions and survival

aage, serum albumin levels, blood haemoglobin levels, co-morbidity score, log-CRP, 
KPS<70, Kt/V and BDI score

223 HD patients were followed up 
for median of 15.9 months

The median dialysis vintage was
17.6 months

49 deaths 

Treatment Control

HR= 0.91 (0.83-0.99) p<0.05

Adjusted HRa= 0.89 (0.80-0.99) p<0.05



Mechanism (mediator?)

Illness Representation

Health/illness behaviours (i.e. IF-THEN rules)

Outcome



Meuleman, Y., de Goeij, M., Halbesma, N., Chilcot, J., Dekker, F., van Dijk, S (2015). Illness 
Perceptions in Patients on Pre-dialysis Care: Associations with time until start of dialysis 
and decline in kidney function. Psychosomatic Medicine, 77 (8), 946-954



Illness perceptions and decline in kidney function (eGFR)



Baseline illness perceptions 
differences between “groups”

(control and coherence)



Class*time p=0.013
Simple slope effects

Moderate increasing p=0.024



Meuleman, Y., Chilcot, J., Dekker, F.W., Halbesma, N., van Dijk, S., for the PREPARE-2 Study Group (2017). Health-
Related Quality of Life Trajectories during Predialysis Care and Associated Illness Perceptions. Health Psychology:
official Journal of the Division of Health Psychology, American Psychological Association, 36 (11), 1083-1091

Cyclical timeline adj OR 1.22 [1.11-1.32]**
Neg consequences adj OR 1.14 [1.05-1.23]**
Illness coherence adj OR 0.84 [0.76-0.93]**



Illness perceptions vs. representations



Longitudinally, negative 
(unhelpful) illness reps 
predicted pain, functional 
disability and distress



Significantly higher mortality in 
those shifting from positive to 
negative illness representations



Patients whose illness perceptions changed from positive to negative were 
found to have an increased mortality risk compared to the stable positive 
group [HR = 3.2, 95% CI: 1.2 – 8.3, p = .02] 

adjusting for age, valve type, baseline NYHA category, 6MWT, ejection fraction, 
EuroSCORE, Parsonnet, PAP and general distress scores

A second model was run which adjusted for age and the following 
prospective factors; cardiac rehabilitation attendance, changes in NYHA 
score (ΔNYHA), 6MWT (Δ6MWT), and general distress (ΔHADS total score) 
over 1-year [HR = 3.0, 95% CI: 1.1 – 7.8, p = .02]

Change in illness representations and survival



Using the CSM as a basis for interventions?

Petrie et al., 2002

In hospital intervention 
for MI led to positive 
changes in illness 
perceptions 

Faster return to work in 
the intervention arm 
compared to control



Do illness perceptions mediate treatment outcomes? 
Structural relationships 

Treatment
(CBT vs. control) Outcome (symptoms 

6 months)

Treatment period 
(e.g. 8 weeks)

Mediator (i.e. belief) 
Pre-treatment 

Mediator (i.e. belief) 
Post-treatment 

Outcome 
(symptoms @baseline)



Following CBT illness perceptions 
significantly changed over the treatment. 
This change partially mediated the 
observed treatment effect



Treating distress in dialysis

• Anti-depressants – limited RCT data 
in renal patients regarding efficacy

• Side effects – adverse events 
including increased QT interval 

• Some RCT evidence regarding 
benefits of CBT in renal patients 

• How to implement in routine 
clinical practice?



To identify ESRF specific correlates of distress in dialysis 
(haemodialysis and peritoneal dialysis) based on 
constructs outlined in the common-sense model

Health threats

Illness specific cognitions 

Self-management behaviours



Seven cross sectional studies: the distressed cognitive profile: 

Illness Cognitions





CO-DEVELOPED WITH PATIENTS 













Feasibility Objectives 

1. Feasibility and Acceptability of Proactive Screening for Distress on 
Dialysis

2. Explore trial recruitment and retention rates

3. Explore adherence to online treatment sessions and therapists 
support calls 

4. Examine change (baseline and 12 weeks follow-up) in depression, 
anxiety, quality of life,  illness perceptions, and health service 
utilisation

5. Qualitatively study patients utility and acceptability perceptions 



Improving Distress in Dialysis (iDiD) 
Feasibility Randomised Controlled Trial 

Treatment arms: 
Therapist supported (3 x 30 min tel calls) online iDiD CBT (7 sessions)  
vs online iDiD CBT (7 sessions) only

Recruitment: 
Proactive screening for distress in NHS haemodialysis units
• IMPARTS (iPads)

Inclusion criteria: 
Mild/Mod Severe Depression: PHQ9 (5-19)

AND/OR 
Mild/Mod Severe Anxiety: GAD-7 (5-14)
18 years or more
Basic understanding of Internet and email address



Screening: 
182/ 410 (44%) completed the screen.
115/182 (63%) required assistance

Main reasons for decline (N=228): 
• Non-disclosure  (N=77; 34%)
• Language (N=32, 14%)
• Feeling too ill (N= 25, 11%)

Eligibility:
101/182 (56%)  had mild to moderate distress.
9/101 (9%) = declined contact about study.
Total ineligible = 32 (32%)
• Lack of computer literacy (N=17; 17%)

Enrolment and allocation 
25/60 (42%) were randomised
Mean age: 48 (SD 12), 60% male
Main reasons for non-consent: 
• Lack of perceived need for treatment (N=15, 43%)
• Wanted face-to-face treatment (N=5, 15%)
• Not disclosed (N=5, 15%)
Analysis 
23/25 (92%) were analysed at 3 months

Necessary to approach 
16 haemodialysis to 

randomise 1 participant.

Screening, recruitment, & retention



Summary of key findings

182 (44%) out of 410 HD patients completed the psychological 
distress screens. 26% found screening unacceptable. 
Psychological distress was detected in 101 (55%) patients, 60 of these 
met remaining inclusion criteria. 
The primary reason for ineligibility was poor computer literacy (N=17, 
17%). 
Twenty-five patients consented and were randomised to the supported 
(N=18) or unsupported arm (N=7); 92% were retained at follow-up. 
The supported arm showed a trend for improved quality of life 
No differences in psychological distress were observed (d=0.15)
No trial related adverse events occurred. 



iDiD conclusions

“Online CBT appears feasible but only for computer literate 
patients who identify with the label psychological distress. A 
definitive trial using the current methods for psychological 
distress screening and online care delivery is unfeasible”



Conclusions and future directions

• Illness outcomes have measurable unique trajectories

• Illness perceptions appear to be associated with a range of 
outcomes/trajectories in advanced kidney disease including fatigue, 
depression, QoL and survival

• Evidenced also in other LTCs

• Tailored interventions that incorporate patients illness and treatment 
beliefs have likely utility in this setting. Need more research!

• Feasibility of delivery and acceptability remain key challenges
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