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Partners:  
 

• NSUN: the National Survivor User Network 

• Afiya Trust 

• Social Perspectives Network 

• Mental Health Foundation 

 



Our Vision 

Our vision is of a future where there is ‘nothing 
about us without us’:  
 

• where effective and meaningful involvement in all aspects of 
our lives builds resilience and changes people’s lives;  

• where there is genuine partnership working between mental 
health services, professionals, service users and carers, based 
on agreed and shared outcomes; and  

• where this partnership of expertise works towards common 
goals of respect, recovery, choice and control for each and 
every individual who comes to use mental health services. 

 



Historical References, Resources and 
Experiences 

• Previous work for Dept of Health, NIMHE, CSIP, NMHDU 
• Two Literature reviews: of involvement and of 

involvement tools and guidelines 
• Reports: 

– ‘Dancing to Our Own Tunes’ – Jayasree Kalathil 2008 (reprint 
2013) 

– ‘A Review of Values-based Commissioning in Mental Health’ – 
Emma Perry, Jo Barber & Elizabeth England, 2013 

– ‘On Our Own Terms’ – Jan Wallcraft and others, 2003 
– ‘Unlocking Service User Involvement in Forensic Settings’ – 

WISH 2011  

• Consultations (by NSUN in 2012/13) 
• Pilot site events and Leadership programmes 

 

 
 



Special Mentions… 

• Making a Real Difference (MARD) materials 
(NIMHE/CSIP) 
 

• ‘On Our Own Terms - Users and survivors of mental 
health services working together for support and change’ 
– Jan Wallcraft with Jim Read and Angela Sweeney, 2003. 
London: Centre for Mental Health.  
 

• Dancing to Our Own Tunes: Reassessing black and 
minority ethnic mental health service user involvement – 
Jayasree Kalathil, 2008 (reviewed & reprinted 2013) 





2012: The Health and Social Care Act transferred funds to new GP-led Clinical Commissioning Groups 
(CCGs). The CCGs have a legal duty to promote the involvement of service users and their carers or 
representatives in decisions that relate to, a) the prevention or diagnosis of illness, or b) their care or 
treatment (section 13H). 

 

2013: The NHS Constitution for England, first published in 2009, was updated in 2013 in the light of 
the Health and Social Care Act (2012) and the findings of the Francis Report (2013). The Constitution 
sets out the principles and values of the NHS in England and details the rights of patients to determine 
their own care, the public and staff.  

 

2014: The Care Act, introduced in response to the findings of the Francis Report (2013), Dilnot 
Commission (sharing burden of care costs between individuals and state, 2011), ‘Care for our future: 
reforming care and support ‘ White Paper introduces new responsibilities for local authorities to 
focus on person centred and self defined need as opposed to services with new national minimum 
threshold of eligibility. (Local area determine ‘substantial criteria’) New safeguarding framework for 
adult care and support 

Policy, legislation, standards and rights 



Policy, legislation, standards and rights 

New legal safeguarding framework:   
                        

PURPOSE Protecting vulnerable people from death, abuse, and neglect?  
 



Safeguarding  six key concepts: 

 
  

• Empowerment 
• Partnership 
• Prevention 
• Proportionate responses 
• Protection 
• Accountability 
 



Compulsory detention, coercion, control and restraint and ‘treatment’ under the Mental 
Health Act is increasing (HSCIC) 
 
 

•1997/8:    38,695   detentions; 
•2007/8:    44,093   detentions; 
•2011/12:  48,631   detentions PLUS 4220 people on Community Treatment 
   Orders; 
•2013:   50,400   detentions (CRPD legal capacity deems that forced 
   ‘treatment’ chemical, mechanical, physical amounts   
   to torture) 
 

 

“It feels like I literally have to have one foot off the bridge before I can access 
services.”  (Listening to Experience, 2011) 

From fights to be heard to Human Rights 
for dignity, respect and quality of life 
 



    Anti-oppressive practice?  
 

• 40,000 physical restraint incidents in 2011/12. 
 

• They resulted in almost 1,000 injuries to mental health patients in just 12 months. 
 

• 3,439 patients in England were restrained in a “face down” position in 2011/12. 
 

• 13 restraint-related deaths of mental health patients since 2000. Eight of them were in 
2011. 

 
An independent inquiry into the death of mental health patient David Bennett in 1998 found he died as a 
direct result of prolonged face down physical restraint and the force used by members of staff during the 
incident. 
 
The inquiry made specific recommendations about when physical restraint should be used as a last resort 
yet these have still not been implemented 15 years on. 



Safeguarding / Liberty Choice and Control?  
 
 
Focus on:  
 

• direct voice 
• self advocacy 
• advanced decision making 
• quality care planning  
• Human Rights approach  

 
 
 

 
Article 12 of the Convention of Rights for Persons with Disabilities affirms that all persons with disabilities have full 
legal capacity. Legal capacity has been prejudicially denied to many groups throughout history, including women 
(particularly upon marriage and ethnic minorities). However, persons with disabilities remain the group whose legal 
capacity is most commonly denied in legal systems worldwide. The right to equal recognition before the law implies 
that legal capacity is a universal attribute inherent in all persons by virtue of their humanity and must be upheld for 
persons with disabilities on an equal basis with others.  
 

as opposed to: 
 

• emphasis on risk  
• best interest decision making (DOL) 
• coercion, control and restraint  

 



Reframing capacity as capability that is having ‘Legal Capacity’ having the Right to Choose 
 
CRPD convention of Rights of People with Disabilities Article 12: Equal recognition before 
the law 
 
This is about the significance of the social care model – that you are dis-abled or en-abled 
by your environment  
 

a person deemed as having ‘unsoundedness of mind’ and other discriminatory labels 
are not legitimate reasons for the denial of legal capacity (legal standing and legal 
agency).  

 
 

Safeguarding / Liberty Choice and Control?  



Levels of involvement and partnership working 
 

  Individual 

 

  Community 

 

  Organisational 

 

  Strategic 

 

 



Principles 1 
A commitment:  

• to improve services and to improve the mental health, 
wellbeing and recovery of all individuals; 

• to acknowledge the power differentials that exist between 
people, and a commitment to minimise them wherever 
possible; 

• to listen to service users and carers with respect and 
openness; 

• to change in response to the views of service users and 
carers;  

• to support race equality and to challenge discriminatory 
practices; 

• to an open-minded approach towards cultural differences 
and diversity in ways of working.  

 
 
 



Principles 2 

Principles of: 

  
• Inclusivity, equality of opportunity and fairness; 

• Clarity and transparency; 

• Flexibility 

• Sensitivity about language and actions… an understanding 
that there are different ways of expressing and doing things 



Purpose 

• The purpose of involvement is clearly stated, agreed and 
communicated with everyone involved;  

• Clarity about individual roles and involvement activities for 
service users and carers; 

• Clarity & transparency about the potential for change and the 
limits to change;  

• The intended outcomes for involvement are agreed and 
recorded at the start in order that they can be monitored and 
evaluated.  



Presence 1 

• Service users and carers involved at all levels and stages of an 
activity, organisation or project;  

• A diversity of service users and carers involved;  

• Service users and carers offered the option to be involved 
separately as their views and priorities may be different;  

• A minimum of two and ideally three service users/carers in 
any meeting, with a reserve person at high level meetings.  



Presence 2 
• Analyse the relevant population  

– to ensure that the involvement activity can reflect that population; 

– and to ensure that people particularly affected by the service or issues 
under consideration are actively approached for inclusion.  

• Establish monitoring procedures from the start;  

• Potential roles for service users and carers:  
Ambassador  

 ‘Critical friend’  

Co-worker 

Consultant  

Expert by experience 



Process 
Engagement 

– Information made widely available 
– A range of ways of getting involved 
– A fair and transparent recruitment process 
– Role descriptions 
– Accessible and inclusive approaches 

Communication 
– Clear and regular communications, jargon-free 
– Timing  
– Feedback 
– Decision-making processes clear and transparent 

Support and Training 
– Practical, supervisory and emotional support 
– Training shared to enable all to work together well 

Practical Issues 
– Budget, travel, expenses for support needs 



Impact 1: Themes 

Impact needs to be explored in the following areas: 

  

• Ethos/culture  

• Policy and Planning 

• Delivery 

• Outcomes and outputs 

• Diversity and equality of opportunity 

• The service user and carer experience of the service 



Impact 2: Questions 

1. What were the intended outcomes of the involvement 
activity?  

2. What difference(s) have service users and carers made to 
the project, activity or organisation?  

3. How did everyone feel about the process of involvement?  

4. Did the involvement of service users and carers make a 
difference to the end result of the activity/project? 

5. Did the involvement of service users and carers make a 
difference beyond the activity itself – to the delivery of 
services or the understanding of mental health, to the 
recovery or wellbeing of individuals? 



Barriers, challenges and 
opportunities 

1. Resource - decision making / determining need – SDS Self 
directed services, personal budgets, benefits support 

2. Caseloads jeopardising duties of care / care planning 
3. Safety vs quality and ethical practice 
4. Procedure vs process - Electronic records and data collection 
5. End unpaid overtime?   
6. Mental Health Act perpetuating prescriptive approach over 

preventative therapeutic relationships – neglect of the social  
7. System culture / Whistleblowing 
 

 



A Cycle of Learning and Influence 

PLAN 

DO 

STUDY 

ACT 


