
    © 2012 Royal College of Nursing 

 
 

 
RCN Policy and International Department 
RCN Nursing Department 
Policy briefing 41/12  
May 2013 

 
Making it work 
Shared decision-making and people with  
learning disabilities 

 
 
 
  

RCN Policy and International Department 
020 7647 3723 
policycontacts@rcn.org.uk 
www.rcn.org.uk/policy  



 

2 
 
 

 
 
 

Contents 
What do we mean by shared decision-making in the context of learning disabilities? ..................... 3 

What does shared decision-making with people with learning disabilities actually entail? ............... 3 

Health action plans ....................................................................................................................... 4 

Personal health records ................................................................................................................ 4 

Personal health budgets ............................................................................................................... 4 

Person-centred plans ................................................................................................................... 5 

Circles of support .......................................................................................................................... 5 

How does shared decision-making work? ........................................................................................ 5 

The professionals charged with delivering care ............................................................................... 6 

The health care system supporting individuals ................................................................................ 8 

Enabling better choices .................................................................................................................... 9 

What are the priorities and challenges of shared decision-making and patients with learning 
disabilities? ...................................................................................................................................... 9 

Examples of good practice and shared decision-making with people with learning disabilities ...... 10 

Example one ............................................................................................................................... 11 

Example two ............................................................................................................................... 12 

Example three ............................................................................................................................ 13 

Looking to the future ...................................................................................................................... 14 

References ..................................................................................................................................... 15 

Further reading ............................................................................................................................... 17 

 

  

















 

10 
 
 

It may be that the person has a circle of support, in which case their expertise and support can be 
drawn upon to help with the shared decision-making process. 
 
For more information visit www.learningdisabilities.org.uk/our-work (accessed 22 May 2013).
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Example three 

Margaret has discovered a lump in her breast and needs to go into hospital for 
surgery.  
 
She lives independently but has some support from social services. Margaret’s GP 
has asked the local community learning disability team to help plan her admission 
and support her while in hospital. 
 
Margaret and a learning disability hospital liaison nurse draw up a list of questions:  
 
 how can I prepare for surgery, can I visit the hospital and meet the staff? 
 will I be able to take a plan into hospital with me? (called a hospital passport)  
 can someone stay with me while I’m in hospital? 
 do I need to make any special arrangements when I go home? 

 
These questions, and the consequent answers, are then used as the basis of a 
hospital admission plan, drawn up in collaboration with her GP, ward staff, the 
surgical team, and social services. 
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Looking to the future 
 
There is great potential to shift the culture in the care provided for people with learning disabilities 
from the traditional ‘passive patient’ and ‘expert health professional’ to one of shared care and 
decision-making.  
 
In essence, shared decision-making represents a redistribution of power and choice, together with 
responsibility, to the individual with learning disabilities, towards a more equal partnership with 
their health professionals.  
 
It is now widely accepted by health professionals that people with learning disabilities and their 
families are motivated to discuss options, consider advice and follow agreed treatment plans when 
they understand the reasons and thinking behind health supports. 
 
However, it is, and should remain, the responsibility of health care professionals to ensure that 
people with learning disabilities are included in the further development of shared decision-making 
across the NHS. 
 
With specific regard to the changes taking place in England, those responsible for taking forward 
the new commissioning arrangements, at both clinical commissioning group and NHS 
commissioning board level, will need to factor the needs of people with learning disabilities into 
their plans at as early as stage as possible. 
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