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From ideas to evidence: developing 

cognitive rehabilitation interventions for 

people with early-stage dementia 



The starting point 

• Wanting to offer something helpful for people 

attending a memory clinic who were given a 

diagnosis of dementia  
 

• Some people could go into drug trials, others 

could not 
 

• There were no psychosocial interventions 

offered  
 

• Three areas to draw on – the experience of 

living with dementia, theory, and research 

evidence 
 



Remembering what you said, what you heard, what you are supposed to 

be doing, suddenly it’s not there. (Louis) 

...it creeps its way into all the corners of our life. (Lorna) 
 

Well, everything I like to do has just gone now. I can’t do any of it. 

(Paula) 
 

I think the greatest trouble is largely social, your very close friends you 

don’t… you can’t really recollect on that information. (Martin) 
 

I feel such a blooming fool myself… I feel… I’d almost say violent to 

myself over it. (Neil) 
 

It’s the worst experience I’ve had in my life… the memory experience… 

I’m just cut off from everything. (Joel) 
 

 

 

The experience of living with early-stage 

dementia 



 

•  Offering support at an early stage may help to maintain functioning,  

   reduce disability, and prevent the development of excess disability 
 

•  Some aspects of memory and other cognitive functions are affected to a  

    large extent, but others less so. 
 

•   People with early-stage dementia are capable of some new learning, and  

    of changing their behaviour  (Fernandez-Ballesteros et al., 2003; Clare,  

    2007). 
 

•   It is possible that the brain compensates to some extent for difficulties and 

    damage by drawing on extra resources  (Sperling et al, 2003; Grady et al, 

    2003; Pariente et al, 2005). 
 

•  This suggests we could make use of these strengths.    
 

•  Typically attempts to do this have focused on cognitive training. 
 

 

 

 

What did existing theory and knowledge 

suggest we might do? 



Global measure of cognition 

Self-reported mood 

Carer-reported activities of daily living 

What evidence is there for benefits of cognitive training? 

Bahar-Fuchs et al., 2013 



Developing a different approach: cognitive  

rehabilitation for people with early-stage dementia 

• An individualised, goal-oriented approach to enabling people to  

     manage their everyday activities in a way that is satisfactory to them  

     and that promotes continued independence and self-efficacy. 

 

• Carried out in the person’s everyday setting, taking account of  

     the person’s relationships and environment. 

 

• Addresses issues that are meaningful and important to the person. 

 

• Focuses on managing the impact of disability resulting from dementia, 

     optimising functioning, and enhancing sense of control and coping skills. 

 

• Aims to contribute to improving or maintaining well-being. 

 



The focus of cognitive rehabilitation in  

early-stage dementia 

Cognitive & related 

changes 

Limitations on 

engaging in activity 

 

Restrictions on  

social participation  

 

Onset/progression of dementia 

Personal  

and social  

context 

WHO 1980, 1998 

‘Impairment’ 

‘Disability’ 

‘Handicap’ 



• Selecting personal rehabilitation goals that 

are relevant to daily life  and devising 

interventions to help in achieving these 
  

• Addressing the impact of cognitive 

difficulties using compensatory  

  and/or restorative approaches.  
 

• Improving attention and concentration  
 

• Supporting emotional well-being, for example 

dealing with anxiety and stress 
 

• Involving a family member or other supporter 

where available 

 

 

Applying cognitive rehabilitation in early-stage 

dementia      

Clare, 2008 



Is this approach feasible? 

Clare et al, 1999, 2000, 2001, 2008 
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Gathering more evidence: developing a structured 

programme 
 

Structured programme of sessions with a therapist combining work on  

individual goals with supporting components. Sessions are conducted in the  

person’s own home. 
 

Central feature 

• Intervention to address individual therapy goals taken from the  

  initial assessment – an approach that can be applied to other problems too 
 

Supporting elements 

• Review of practical strategy use and support to improve this 

• Strategies for learning and retaining information 

• Practice with maintaining attention and concentration 

• Strategies for managing anxiety and stress 
 

A family member is involved where available and willing 

Practice is undertaken in between sessions 



Recruitment: Memory Clinic  

attenders, diagnosis of AD,  

MMSE 18 or above,  

stabilised on AChEI medication 

Randomisation  

 

8 weeks: 

Medication only (NT)  

 

Baseline assessment 

 

Post-intervention  

assessment  

 

Follow up: 

6 months later 

 

8 weeks: 

Relaxation therapy 

+ medication (RT) 

 

Developing the evidence base: the pilot randomised  

controlled trial 
 

8 weeks: 

Cog rehab + medication 

(CR) 

Oct 2005 – March 2009 

Funded by the Alzheimer’s Society 



Approached n= 202 

Expressed interest and appeared potentially eligible n= 84 

Decided not to participate n = 8 

Initial assessment n=76 

Ineligible n = 5, discontinued n = 2 

 
Randomised n=69 

 

CR 

Allocated n=23 

Completed n=21 

Discontinued n=2 

RT 

Allocated n=24 

Completed n=23 

Discontinued n=1 

NT 

Allocated n=22 

Completed n=21 

Discontinued n=1 

Post-intervention  

assessment 

n=21 

Post-intervention  

assessment  

n=23 

 
Post-intervention 

assessment 

n=21 

 

Trial flow chart 

Six month  

follow up 

n = 16 

Six month  

follow up 

n = 20 

Six month  

follow up 

n = 20 



CR RT NT 

n Mean (sd), 

range 

n Mean (sd), 

range 

n Mean (sd), 

range 

Age 23 76.35 (6.24) 

64-89 

24 77.92 (6.23) 

64-85 

22 78.18 (6.61) 

56-87 

Years of 

education 

23 11.41 (2.81) 

9-19 

24 10.92 (2.52) 

8-17 

22 11.43 (2.99) 

9-19 

MMSE 

score/30 

23 23.3 (3.15) 

18-27 

24 23.33 (2.88) 

19-29 

22 22.32 (3.05) 

18-30 

Participant characteristics 

No significant differences between the groups at baseline 
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Goal performance: Significant effect of intervention F(2,60) 8.147 p.001 CR>RT=NT 

 Effect sizes CR vs. RT 1.175 (0.526-1.823); CR vs. NT 0.908 (0.248-1.568) 

Goal satisfaction: Significant effect of intervention F(2,60) 7.88 p.001 CR>RT=NT 

 Effect sizes CR vs. RT 1.222 (0.569-1.874); CR vs. NT 0.865 (0.208-1.521) 

Goal performance and satisfaction improved  

following cognitive rehabilitation 



Goals addressed during the cognitive rehabilitation  

intervention (21 participants) 

Domain Examples 

Memory (9) Remember what happened yesterday 

Reduce repetitive questioning 

Skills and 

activities (6) 

Crochet a cardigan following a written pattern 

Handling money – pay with correct amount in coins 

Concentration (4) Remember what was doing after being distracted 

Learning a new 

skill (2) 

Learn to use a mobile phone 

Learn to use the computer to email a friend 

Organisation (2) Improve use of calendar to remember non-routine events 

Naming (2) Remember  names of people at keep fit class 

Memory/organisati

on/naming (1) 

Know who will be visiting – remember name and link with 

calendar entry 

Well-being (1) Manage day-time sleepiness 



** ** 

Goal achievement ratings:  

 12 goals (46%) fully achieved 

 13 goals (50%) partially achieved 

 1 goal (4%) not achieved 

Changes in goal ratings during therapy for the  

cognitive rehabilitation group (21 participants) 



Other benefits of cognitive rehabilitation: effect sizes 

Carers 

Participants 

with dementia 



Reports on the pilot trial 



Contact :  Dr Ola Kudlicka, Trial Manager  

a.kudlicka@bangor.ac.uk  

Gathering definitive evidence: 

The GREAT trial 

Goal-oriented rehabilitation in early-stage Alzheimer’s 

and related dementias: multi-centre, single-blind RCT 
 

Funder: UK National Institute for Health Research 
 

Aim: To determine whether CR is a clinically-effective and 

cost-effective intervention for people with early-stage 

dementia and their family carers. 
 

Duration: 2012 – 2017 
 

Target: 480 people with dementia randomised to either 

cognitive rehabilitation or treatment as usual. Outcomes 

assessed 3 and 9 months post-randomisation. 
 

Main outcome: Goal performance. 
 

Other outcomes:  For PwD – quality of life, self- efficacy, 

mood, cognition. For carers – quality of life, stress. For both 

– service utilisation. 
 

Registration: Current Controlled Trials ISRCTN21027481 

 



http://reach.bangor.ac.uk/great-index.php.en 

Information about GREAT 

http://reach.bangor.ac.uk/great-index.php.en
http://reach.bangor.ac.uk/great-index.php.en
http://reach.bangor.ac.uk/great-index.php.en


• 209 participants with early-stage Alzheimer’s, vascular or  

    mixed dementia were recruited to GREAT between April 2013  

    and December 2014. 
 

• Each person identified either 2 or 3 rehabilitation goals using  

    the BGSI in the baseline assessment with the researcher.  

    All participants set goals; only those randomised to receive CR  

    went on to work on their goals with the therapist. 
 

• A total of 588 goals were set by the 209 participants. 
 

• Three of our therapists classified these goals into categories  

    using a thematic analysis approach.  
 

What kinds of goals are people choosing 

in GREAT? 







 

COMPENSATORY 

INTERVENTION: 
1.Prompts by the front door to remember 

to take phone out 

2. Use of a bag with body strap to carry 

phone safely and have hands free to make 

a call 

 

GOAL: 

To learn to use 

mobile phone to 

contact family 

and friends 

NEW 

MEMORY 

STRATEGIES 

COGNITIVE 

REHABILITATION 

 

ATTENTION AND CONCENTRATION: 
 

Finding a quiet and safe place to make  calls and 

minimise distractions 

 

 

 

ANXIETY AND STRESS 

MANAGEMENT: 
 

Deep breaths before using 

phone to calm down- address 

worries about being lost 

 

 

 

 

RESTORATIVE:  

GRADED ACTIVITY 
 

Action based learning along 

with expanding  rehearsal to 

learn how to make and receive 

calls - initially at home then out 

and about 

• Initially write out steps 

• Rehearse steps repeatedly 

using the prompt sheet and 

verbal prompts 

• Practice without the prompts 

leaving longer periods of 

time between each practice 
 

 

 

GREAT example: Sandra 



COMPENSATORY 

INTERVENTION: 

• Simple step by step 

instructions written by 

participant 

• Prompts from carer to 

read screen instructions, 

gradually faded out 

GOAL: 

To record and 

watch recorded 

programmes using 

my Sky box. 

 

NEW MEMORY 

STRATEGIES 

COGNITIVE 

REHABILITATION 

ATTENTION AND 

CONCENTRATION: 

Use  of mute button, to avoid 

divided attention from sound 

of TV. 

ANXIETY AND STRESS 

MANAGEMENT: 

Worry of ‘What if it all goes 

wrong’ preventing use. 

Identified function to return to 

beginning and this was the 

first step taught. RESTORATIVE:  

GRADED ACTIVITY 

Learning one step of a 

task at a time before 

progression to next step 

 

 

 

 
RESTORATIVE:  

LEARNING AND RECALL 

• Action based learning of 

each task. 

• Each step learnt using 

expanding rehearsal 

recall technique. 

 

 

 

 ENGAGEMENT IN 

ACTIVITY: 

Carer now encourages to do 

by self rather than doing it for 

him. 

 

GREAT Example: John 



Information for patients, carers and professionals 



Summary 
 

• Cognitive rehabilitation was adapted for people with dementia in order to 

offer an individualised, person-centred means of supporting people in the 

early stages to live with and manage memory and other difficulties. It 

represents one possible psychosocial intervention option.  
 

• Evidence shows that cognitive rehabilitation interventions addressing 

individually-relevant goals can enhance aspects of everyday functioning and 

satisfaction with performance. Assessing goal performance and satisfaction 

provides a sensitive and specific measure of change. 
 

• The findings to date offer evidence about ways of improving outcomes for 

people with early-stage dementia. The GREAT trial is building on this 

and if positive effects are found  we will focus on implementation of this  

approach within NHS memory services. 
 

• The CR approach is also being applied for other participant groups, for 

example people with Parkinson’s Disease Dementia and Lewy Body   

Dementia (CORD-PD Trial). 

 
 



 

 

COMING SOON  
 
FROM REACH AND PARTNERS 

CORD-PD – Cognitive rehabilitation for PDD and LBD 

http://reach.bangor.ac.uk/projects.php.en 

SMART – Self-management in early-stage dementia 

http://reach.bangor.ac.uk/projects.php.en 

IDEAL – Improving the experience of dementia and enhancing active life: 

Living well with dementia 

A Life More Ordinary – an arts-based project for IDEAL 

http://www.idealproject.org.uk/ 

 

FROM UNIVERSITY OF EXETER MEDICAL SCHOOL 

SHARE-D – Professor Rose McCabe and colleagues 

Communication of the diagnosis and the process of shared decision-

making 

http://medicine.exeter.ac.uk/research/healthserv/shared/ 

 

http://reach.bangor.ac.uk/projects.php.en
http://reach.bangor.ac.uk/projects.php.en
http://www.idealproject.org.uk/
http://medicine.exeter.ac.uk/research/healthserv/shared
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