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1.1
Why a toolkit on disability, human rights and health and social care?

Human rights are grounded in national and international law. As this toolkit will explain, states that ratify human rights treaties are required to fulfil certain commitments. All too often people with disabilities are wrongly placed outside the human rights framework. In fact, people with disabilities have human rights like everyone else, and face specific human rights and equality issues.
People with disabilities often rely more heavily on health and social care than the population as a whole, yet continue to experience barriers in accessing these services. One reason people with disabilities continue to experience barriers is the lack of awareness and knowledge about the relationship between disability, human rights and health and social care.

The provision of high quality health and social care in Northern Ireland has been, and continues to be subject to significant pressures and demands. Staff across the sector continue to provide dedicated services despite the challenges they face. 

Reframing health and social care on the basis of rights offers an empowering strategy to people with disabilities. Designing, implementing and evaluating health policies and programmes on the basis of rights creates a more responsive and dynamic health and social care network, not just for people with disabilities but for everyone. 
“Today, there are more opportunities than ever before to promote and protect the right to health at the national, regional and international levels… Health professionals — doctors, nurses, pharmacists, technicians, administrators and so on — and their professional associations have an indispensable role to play in the vindication of the right to health. Provided they are equipped with suitable training, they occupy a pivotal position to promote the right to health and identify alleged violations.” 
Paul Hunt, UN Special Rapporteur on Health

1.2
What are the toolkit aims and objectives?

The main aims and objectives of the toolkit are to promote and 
protect disabled people’s human rights in relation to health and social 
care by;
· Raising awareness of the relationship between disability, human rights, and health and social care;
· Providing information and guidance on what constitutes a rights-based approach to health and social care for people with disabilities;
· Demonstrating the benefits of a rights-based approach to health and social care;
· Providing examples of good practice across policies and programmes.
1.3
Who is this toolkit for?

This toolkit is aimed at staff across the health and social care sector whether responsible for formulating strategy at board and senior management levels, devising new policies and procedures, or delivering services to the general public or specifically to people with disabilities. This is because staff across the health and social care sector work in areas that engage with the human rights of people with disabilities. 
It will also be of interest to associations representing health professions, social care professions, and to public and private organisations which provide services in the health and social care sector.

Throughout this guide, the term ‘health and social care’ will be used to encompass the full breadth of those policies, programmes, services and facilities relating to health and social care.

1.4
Getting Started
This toolkit has been designed to work in a flexible manner as an educational tool and reference guide. 

You can use it to analyse the potential or actual human rights impact of a wide range of policies and practices relating to health and social care. 

You can use the questions and guidance in this toolkit to:
· Assess the human rights impact of an existing policy or practice;
· Assess the potential human rights impact of a proposed policy or practice;
· Maximise the positive impact of a policy or practice on the human rights of people with disabilities.
The information contained in this folder does not use legal jargon. This is so that that the toolkit can be used by as many people as possible, particularly those who do not have prior or extensive human rights knowledge.
This toolkit is not a substitute for legal advice. Each section should be read in conjunction with relevant legal, departmental or professional guidance. If, at any time, you believe that a policy or practice may be incompatible with the Human Rights Act, it is important that you seek advice from a senior member of staff.

The toolkit has 12 sections. The first part of the toolkit, sections 2, 3 and 4 provide an overview of human rights legislation and disability issues. 
The second part of the toolkit, sections 5 to 12 provide the basis for a rights-based approach to health and social care by focusing on the components most applicable to people with disabilities. 
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2.1
What are Human Rights?
Human rights are rights that everyone has just by being human. This is what we mean by universal human rights. Rights are supposed to make sure that everyone is treated equally and fairly. 
 

Many situations involve human rights issues and the field of health and social care is no exception. Human rights apply to all individuals and groups on the basis of equality, fairness, dignity, respect and non-discrimination. 
Human rights cannot be taken away because of someone’s status, gender, ethnicity, nationality, disability, age, sexual orientation, religion or belief. A denial or abuse of human rights, whether intended or unintended, signifies that a person’s inherent value is not being respected.
2.2
Where do Human Rights come from?

All human beings are born free and equal in dignity and rights

Article 1, Universal Declaration of Human Rights (1948)
Human rights are not new. Human rights have their roots in the American and French revolutions and in religious movements, anti-slavery movements and women’s movements.

The Universal Declaration of Human Rights, agreed to by States of the world on 10 December 1948, sets out some of the basic rights and freedoms of all men, women and children. It has become the most important document of its kind for the modern era, and forms the basis of many legally-binding national and international laws.
Since then, the international community has developed a number of human rights instruments setting out the various principles, standards and rights to which every human being is entitled to. International human rights instruments include international treaties and are also known as protocols, covenants or conventions. 

The most significant European and international instruments are the: 
· European Convention on Human Rights (1950)
· International Covenant on Civil and Political Rights (1966)
· International Covenant on Economic Social and Cultural Rights (1966)
There has been a tendency to distinguish between civil and political rights on the one hand and economic, social and cultural rights on the other:

Civil and political rights attempt to protect the individual from the misuse of political power and recognise a person's right to participate in his/her country's political process. They include: freedom from slavery, torture and degrading treatment; freedom of thought, conscience, opinion and religion; and the right to a fair trial and equality before the law. These rights are specified by the International Covenant on Civil and Political Rights (1966).
Economic, social and cultural rights require a government to ensure that its people: share in the economic wealth of the country; can participate in its social and cultural life; have access to adequate health care, education, social support and a clean environment; and develop to their full potential. These rights are specified by the International Covenant on Economic, Social and Cultural Rights (1966).

In reality, both these groups of rights are inextricably linked to each other. Their interdependence was reiterated in the United Nation’s World Congress on Human Rights’ Vienna Declaration and Program of Action 1993. 
 The right to health, for example, cannot be divorced from the rights to life and liberty and freedom from discrimination.

International law has also developed standards to protect the rights of specific groups of people, such as minority ethnic groups, women and children. 
2.3
How do International Human Rights work?


The United Kingdom has agreed to be bound by the following human 
rights standards among others:
· International Covenant on Civil and Political Rights (1966) (ICCPR)
· International Covenant on Economic, Social and Political Rights (1966) (ICESCR)
· Convention Against Torture and other Cruel, Inhumane and Degrading Treatment or Punishment (1984) (CAT)
· International Convention on the Elimination of All Forms of Racial Discrimination (1965) (CERD)
· Convention on the Elimination of all Forms of Discrimination against Women (1979)(CEDAW)
· United Nations Convention on the Rights of the Child (1989) (CRC)
· European Convention on Human Rights (1950)(ECHR)
This means that States are legally bound to uphold over time, the rights contained within these treaties, including the right to health and social care.


These instruments require States to make periodic reports to a 
supervisory committee on how they are implementing the 
relevant 
rights. States are usually examined orally on their report.
2.4 
‘Bringing Rights Home’ – The Human Rights Act (1998)
In Northern Ireland, human rights can be found in the Human Rights Act (1998). The Human Rights Act came into force in Northern Ireland on 2 October 2000 as part of the Government’s strategy of ‘bringing rights home’. This means that the European Convention on Human Rights is now part of domestic law. 
The European Convention on Human Rights (1950) (ECHR)

The European Convention on Human Rights (ECHR) is a treaty of the Council of Europe - an organisation of European states which was established in the aftermath of the Second World War. The ECHR is a ‘living instrument’ interpreted by the European Court of Human Rights in Strasbourg in a broad, practical and effective manner which guarantees Convention rights according to present day conditions.
The Human Rights Act is made up of different parts. These different parts are called ‘articles’ and detail the fundamental rights and freedoms which everyone, including people with disabilities, are entitled to enjoy.

Under the Act, public authorities, including designated health and social care providers, are legally obliged to ensure that their decisions, and the way these decisions are implemented, comply with the Human Rights Act.   
What is meant by ‘Public Authority’?
The term ‘public authority’ is not fully defined in the Human Rights Act and is subject to interpretation by the Courts. Under section 6 of the Human Rights Act “pure” public authorities (such as government departments, health authorities or the police) are required to comply with Convention rights in all that they do. This obligation of compliance extends to private organisations when they exercise public functions.
It is important to note that not all rights contained in the European Convention on Human Rights, and thus in the Human Rights Act, are of the same type. There are three main types of rights. 

Absolute Rights

Some rights are so fundamental that they cannot be interfered with in any circumstances. 
The right not to be subjected to torture or inhuman or degrading treatment or punishment (Article 3) is an absolute right. It is absolutely forbidden to subject any person to torture or to any treatment or punishment that is inhuman or degrading. 
Torture refers to deliberate inhuman treatment, whether physical or mental, causing severe and cruel suffering. 

Inhuman treatment refers to treatment which is less severe than torture but which still causes intense physical and mental suffering. 

Degrading treatment occurs if it arouses in the victim feelings of fear, anguish and inferiority capable of humiliating and debasing him or her. 
Limited Rights

Some rights are known as limited rights. This means that the right can be limited, but only in very specific circumstances. The European Convention on Human Rights sets out the circumstances in which the right can be limited. Article 5, the right to liberty is an example of a limited right. This means that someone’s liberty can be limited when, and only when it is prescribed by law and:

1. If he or she has been convicted by a Court.
2. If he or she has not obeyed a court order or fulfilled a legal obligation.
3. If he or she has been arrested and are to be brought before the competent legal authority on reasonable suspicion of committing a crime, or it is reasonably considered necessary to detain him or her to prevent him or her from committing an offence or fleeing after doing so.
4. If he or she is a minor, they can be detained for schooling or for bringing them before a competent legal authority.
5. If he or she has been detained to stop the spreading of an infectious disease or if he or she is of ‘unsound mind’, an alcoholic, a drug addict or a vagrant.
6. If he or she is attempted unauthorized entry into the country and is to be deported or extradited. 

Qualified Rights

Other rights may be restricted under more general conditions. Interference with these rights is only permissible if what is done:

· has it’s basis in law;
· is done to secure a permissible aim set out in the relevant article. For example, for the prevention of crime or for the protection of public order or health, and;
· is necessary in a democratic society, which means it must fulfil a pressing social need, pursue a legitimate aim and be proportionate to the aims being pursued.
The following rights are qualified rights:

· The right to respect for private and family life (Article 8)

· The right to freedom of thought, conscience and religion (Article 9)

· The right to freedom of expression (Article 10)

· The right to freedom of peaceful assembly and association (Article 11)
2.5
Do People with Disabilities have the Same or Different Human Rights as Everyone Else?
People with disabilities have the same human rights as other people and their lives are of equal value and worth to those of non-disabled people. This means that you must think about the specific impact of your actions on the human rights of people with disabilities in Northern Ireland.
Human rights instruments at international, European and national level all make it clear that disability is a human rights issue.  Nevertheless, disability has often been an overlooked or ‘forgotten’ dimension of human rights.   
 “On paper, [people with disabilities] have enjoyed the same rights as others; in real life, they have often been relegated to the margins and denied the opportunities that others take for granted.” 
UN Secretary General Kofi Anan

An international treaty on the rights of people with disabilities was adopted by the United Nations in December 2006. The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) says that people with disabilities have the same rights as everyone else. This Convention does not create new rights but will help countries to have a better understanding of the human rights of people with disabilities. 

The Convention obliges countries that sign up to it to “promote, protect and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities and to promote respect for their inherent dignity.” 

The Convention is based on a set of important ideas or principles which tell us what the Convention means for people with disabilities. These principles are set out in Article 3 of the Convention.
The Principles of the Convention

Dignity 

People with disabilities have the same worth and value as everyone else.
Independence

People with disabilities are independent people.
Freedom to make choices

People with disabilities are free to make their own choices and decisions.
Non-discrimination

People with disabilities should not be discriminated against.
Participation

People with disabilities have the same right to participate in society as anyone else.
Inclusion 

People with disabilities have the same right to be fully included in society as anyone else.
Respect for difference
People’s differences should be respected.
Acceptance by other people

People with disabilities should be accepted for who they are.
Equality of opportunity

People with disabilities should have the same opportunities as everyone else.
Access

People with disabilities should have access to all buildings, facilities and services.
The Convention articles detail the rights which people with disabilities have, including the right to health, independent living, information, assistive technology and accessible environments. 

The Convention means that countries will have to make sure that: 

· People with disabilities have the same rights as other 
people;
· People with disabilities have the freedom to make their own 
choices;
· People with disabilities are treated equally, and with dignity 
and respect;

· People with disabilities are involved in making decisions 
about 
their day to day lives;
· People with disabilities are not discriminated against.
This Convention was opened for signing and ratification by all UN member states in New York on 30 March 2007. The United Kingdom is among the countries which has signed the Convention.
For further detail see Disability Action leaflets:

An Overview: The United Nations Convention on the Rights of Persons with Disabilities (2007)
The Principles: The United Nations Convention on the Rights of Persons with Disabilities (2007)
PART 2 
The Right to Health and Social Care

2.6
What is the ‘Right to Health?’

The right to health can be understood in broad terms as encompassing a right to health care and a right to ‘healthy’ social conditions such as adequate sanitation, nutrition, housing and safe drinking water. 
The right to health is not an unbounded right to medical treatment or social care, nor should it be understood as the right to be healthy. Instead, the right to health should be understood as the right to the enjoyment of a variety of facilities and conditions which the state is responsible for providing, and which are necessary for the attainment and maintenance of good health. 


This toolkit focuses on the right to health and social care
2.7

International Human Rights Law and the Right to Health and 
Social Care

The right to health and social care is an international legal obligation that must be progressively realised at national level. This right is endorsed by a wide array of international and European human rights instruments.
Progressive realisation

The principle of progressive realisation recognises that some countries will have limited capacities and resources which may make it difficult to fulfil international human rights obligations.

The idea of progressive realisation takes this into account and allows countries to make steady progress toward realising rights based on their resources. Progressive realisation includes the idea of continuous improvement. Governments must not however, use this flexibility as an ‘excuse’ for not fulfilling international human rights obligations. 

The International Covenant on Economic, Social and Cultural Rights (ICESCR) contains the most comprehensive provisions on the right to health. Specifically; “the right of everyone to the enjoyment of the highest attainable standard of physical and mental health” and to non-discrimination therein. 
Over 70% of countries have ratified the ICESCR, including the UK. The UK must indicate how it conforms to these requirements through the submission and examination of periodic reports to the United Nations Committee on Economic Social and Cultural Rights.
 “Everyone has the right to a standard of living adequate for the health and well-being of himself and his family including food, clothing, housing and medical care and necessary social services”.

Article 25 of the United Nations Declaration of 
Human Rights (1948)
 (UDHR)

“Everyone has the right to enjoyment of the highest attainable standards of physical and mental health”.
 

Article 12 of the International Covenant of Economic, 
Social and Cultural Rights
 (1966)(ICESCR) 

This right to health and social care extends to people with disabilities. The Committee on Economic, Social and Cultural Rights has specified that:

“The right to physical and mental health [for people with disabilities] implies the right to have access to, and to benefit from, medical and social services... All such services should be provided in such a way that [people with disabilities] are able to maintain full respect for their rights and dignity.”
  

Other international instruments which specifically address the right to health and social care for people with disabilities include:

· United Nations Declaration on the Rights of Disabled Persons
(1975)
· United Nations Principles for the Protection of Persons with 
Mental Illness and the Improvement of Mental Healthcare 
(1991)
· United Nations Human Rights Committee, General Comment 
21 (1992)
· United Nations Standard Rules on the Equalization of 
Opportunities for Persons with Disabilities (1993)
· United Nations General Comment No. 9, The Rights of Children 
with Disabilities, Committee on the Rights of the Child (2006)
· United Nations Convention on the Rights of Persons with 
Disabilities (2007)
These international rights provide a set of minimum standards with which health and social care organisations should comply.
2.8
The Human Rights Act 1998 and the Right to Health and Social 
Care
The European Convention on Human Rights and the Human Rights Act do not, in themselves, establish a right to health and social care in the UK. However, human rights instruments that do not mention ‘health’ or ‘social care’ specifically will often contain provisions that are relevant to health and social care issues.

The European Convention on Human Rights articles enshrined in the Human Rights Act which are of particular relevance to health and social care are:
· The right to life (Article 2); 
· The right to freedom from torture and other cruel, inhuman or       

     degrading treatment or punishment (Article 3);
· The right to liberty and security (Article 5);
· The right to respect for private and family life (Article 8);
· The right to marry and found a family (Article 12);
· The right not to be discriminated against in relation to any of 
the rights in the Act (Article 14).
All legislation, policies, practices and programmes must comply with these human rights obligations. It is the organisation itself, for example, the DHSSPS, Strategic Health Authority or Trusts, and not individual staff members, that will be held to account for human rights breaches, regardless of whether or not the organisation is aware of potential or actual breaches by its staff or commissioned providers. However, all staff members have a responsibility to ensure that their actions are in keeping with human rights obligations. Staff should also bear in mind that human rights obligations often coincide with professional ethical or legal obligations.
An individual who feels their rights have been infringed by a public authority can take his or her complaint to an appropriate UK court or tribunal. If the individual is unhappy with the court’s decision and has pursued this issue as far as possible in the UK, he or she may take the complaint to the European Court of Human Rights.

Health and Social Care providers are affected by the Human Rights Act in almost every aspect of their work, for example:

· Consent to treatment, including the refusal of treatment by 
children;
· Standards of residential and community care;
· Clinical guidelines;
· Standards of care in hospitals and other facilities;
· Detention of people with a mental health disability;
· Conduct of tribunals including mental health tribunals.
PART 3
A Human Rights-Based Approach to Health and
Social Care

2.9
What is a Human Rights-Based Approach to Health and Social 
Care?
A human rights-based approach to health and social care draws on the principles of human rights to guide policy and practice, and service delivery. 
As the Audit Commission has demonstrated, application of human rights principles can help improve both patient experience and quality of care, ultimately leading to improved outcomes. 
 

The World Health Organisation (WHO) defines a rights-based approach to health as 

“Integrating human rights norms and principles in the design, implementation, monitoring, and evaluation of health-related policies and programmes… These include human dignity, attention to the needs and rights of vulnerable groups, and an emphasis on ensuring that health systems are made accessible to all. The principle of equality and freedom from discrimination is central. Integrating human rights also means empowering people, ensuring their participation in decision-making processes which concern them and incorporating accountability mechanisms which they can access.”

The Department of Health has recently identified five key principles of a human rights-based approach which together “support a wide range of benefits for NHS staff and patients and carers”.
 These principles are:
1. Putting human rights principles and standards at the heart 
of policy and planning

Looking at issues, decisions and practices through a ‘human 
rights lens.’

2. Ensuring accountability


Ensuring that there are appropriate and accessible 
mechanisms and procedures of complaint or redress in place to 
ensure accountability.
3. Empowerment


Enabling patients and communities to influence their own 
situations through participation and involvement.
4. Participation and involvement 


Involving patients and communities in the design and delivery 
of services in an active and meaningful way.
5. Non-discrimination and attention to vulnerable groups


Recognising that some groups and people in society may be 
more vulnerable to human rights abuses or discrimination.
Thus, health and social care services that comply with human rights standards must: 

· Be comprehensive and accessible;
· Be private, confidential and respectful of the dignity and 
integrity of the patient;
· Be of the highest possible quality and culturally acceptable;
· Provide individuals with information they can use to make their 
own choices.

A human rights-based approach is not necessarily about introducing anything new, but about improving and building upon what is already in place. 

2.10
What are the Benefits of a Human Rights-Based Approach to Health and Social Care?
· A human rights-based approach provides a framework of core 
values and 
principles upon which services can be based. This
framework supports health and social care staff in meeting their 
professional ethical obligations. 
· Respecting and promoting human rights improves both the 
quality and effectiveness of health and social care, improves 
decision-making processes and enhances the health and well-
being of all service users.
· A rights-based approach sends a message to society that 
people with disabilities are first and foremost equal persons 
with human rights.
· A rights-based approach leads to more meaningful participation 
and engagement of people with disabilities in the design and 
delivery of health and social care services.
· A rights-based approach helps health and social care staff to 
better understand the range of societal and cultural factors 
that impact upon an individual’s health and well-being.
· A rights-based approach utilises international best practice and 
ensures that health and social care is available and accessible 
to all people on a fair basis. 
A rights-based approach reduces complaints and litigation.
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3.1
Disability in Northern Ireland


How many people with a disability in Northern Ireland? 

	· More than 1 in 5 or 21% of the population in Northern Ireland has a disability.
 The incidence of disability is higher in Northern Ireland than any other part of the UK. 
· 17% of the population has a multiple disability.

· 1 in 7 people in Northern Ireland have some form of hearing loss.
 
· 5,000 sign language users who use British Sign Language (BSL) and/or Irish Sign Language (ISL).

· 57,000 blind people or people with significant visual impairment.
 
· 254,000 people with disabilities relating to movement and dexterity.
 Of these 12,700 or 5% are wheelchair-users.
 
· 52,000 people with learning disabilities.
 

· Over 1 in 5 of the population experience mental ill health.
 



Age

The prevalence of disability among adults varies significantly with age, ranging from approximately 5% amongst the 16-25 age group to 60% amongst those age 75 and above.

Gender

Almost one quarter or 23% of adult females in Northern Ireland has a disability compared to approximately one-fifth or 19% of adult males.

The somewhat higher prevalence of disability amongst adult females, in part, reflects the greater longevity of women and the higher incidence of disability associated with increased age.
 

Children and Young People

Approximately 6% of children in Northern Ireland have a disability.
For complex reasons the prevalence of disability is higher amongst boys than girls. Approximately 8% of boys aged 15 and under has a disability compared to 4% of girls in the same age group.
 

Geographical Area

The geography of disability is unevenly distributed. Amongst the adult population, the prevalence of disability ranges from just under 18% in the Outer Belfast area (Carrickfergus, Castlereagh, Lisburn, Newtownabbey and North Down local government districts) to 21 % in Belfast and 23% in the North of Northern Ireland (Ballymoney, Coleraine, Derry, Limavady, Moyle and Strabane local government districts).

For children, the prevalence of disability ranges from approximately 5% in the East of Northern Ireland (Antrim, Ards, Ballymena, Banbridge, Craigavon, Down and Larne local government districts) to 8% within Belfast. 
3.2
The Experience of Disadvantage
· Only 3% of people with disabilities are born with a disability.

· On average it costs three times more to raise a child with a disability than a child without.

· Approximately 3 in 5 (57%) disabled children are living in poverty and approximately 3 in 5 (59%) of children living with a chronically ill or disabled parent are living in poverty.
 
· There are more households with sick or disabled adults under the pension age in NI (26%) than in the UK (21%).

· 56% of households comprising one or more person with a disability are in poverty compared to 29% of households without people with a disability.
 
· Over twice the number of people with disabilities have no qualifications compared to people without disabilities.

· Over 50% of people with disabilities have some difficulty using a range of services.

· Only 32% of people with disabilities are in employment compared to 79% of people without disabilities.
 
· A higher proportion of economically inactive persons of working age in Northern Ireland identify sickness or disability (31%) as their main reason for not working, compared to 26% in the UK.

3.3
What are the key disability groups?

People’s identities are characterised by type of impairment and the severity of disability 
The major types of impairment are:
· sensory impairment
· physical impairment
· mental health impairment
· learning impairment
· hidden impairment
People with disabilities may or may not identify or describe themselves in one or more of the above ways.

3.4
Who becomes disabled?

Examining patterns of disability suggests that acquiring a disability is not a random occurrence. For example, people with lower educational qualifications are at higher risk of becoming disabled than those with higher qualifications. 

The risk of becoming disabled is also higher for individuals who:
· are not in employment
· are in a low-status occupational group (such as plant and 
machine operatives, sales, or personal and protective services), 
or 
· live on a low household income
These factors are not independent of each other, but indicate that the risk of becoming disabled has a strong gradient according to an individual's socio-economic circumstances. 
In short, a person who is socially excluded is at greater risk of becoming disabled, and someone who becomes disabled is at greater risk of being socially excluded.
3.5
Disability and Multiple Identity

Like the rest of the population, people with disabilities come from different religious, cultural, socioeconomic and black and minority ethnic backgrounds. In other words, people with disabilities have multiple identities. Although the incidence of disability increases with age, disability impacts upon people of all ages.

People with disabilities also differ from each other. For example, a person with a physical disability may have different needs compared to someone with a learning disability.

People with disabilities can have very different experiences resulting from the interaction between disability and other characteristics such as gender (including transgender), age, caring responsibilities, sexual orientation, and where they live.

	A person with a disability may possess any combination of the following characteristics:

Male, female or transgendered

Single, married or cohabiting

Straight, gay or bisexual

A single parent or carer

White or from a black or minority ethnic community

Employed or unemployed

A university graduate or an early school leaver




It is important to recognise that a group of people who have the same impairment will not necessarily have the same needs or require the same adjustments. Individual needs and requirements will vary depending on the nature of the impairment, its severity and the choices made by the individual. 

What all disabled people have in common is that they have the same human rights as all other people. 

3.6 
What counts as a ‘disability’?
The term ‘disability’ is defined in many different ways depending on context. Different definitions may be used for different purposes, for example, to determine access to social security benefits, to the education system and to health and social care facilities. The most commonly used definition of disability is contained within the Disability Discrimination Act 1995.
The Disability Discrimination Act (DDA) defines disability as “a physical or mental impairment which has a substantial and long-term adverse effect on a person’s ability to carry out normal day-to-day activities”. 
This definition includes not only physical and sensory impairments, but also other impairments such as learning and mental health impairments. People with a progressive condition are also included if their condition affects ‘normal day to day activities’.

‘Long term’ means that the impairment is lasting, or is likely to last for at least 12 months or the remainder of the life of the person concerned. In addition, the impairment has to have an ‘adverse effect’ on one or more of the day to day activity areas listed in the DDA:
· Mobility






· Manual dexterity


· Physical co-ordination




· Continence

· Ability to lift, carry or move everyday objects


· Speech

· Hearing or eyesight






· Ability to learn or understand

· Perception of the risk of physical danger

Some types of disability clearly ‘fit’ into such a definition, but this may be less obvious in other cases. Severe disfigurements, for example, are treated as disabilities by the Act, although they might not have any effect on a person’s physical capacity to carry out ‘normal day to day activities’. Duties under the DDA also apply for people who have:

· Had a disability in the past (for example, someone who has had mental ill health)
· A recurring condition such as epilepsy or arthritis, or
· A condition which can be controlled or corrected such as diabetes 
	The term ‘people with disabilities’ or ‘person with a disability’ can include:

· People who are wheelchair users 

· People with a learning disability (for example, people with Down syndrome)

· People who experience or have experienced mental ill health 

· People who are blind or partially sighted

· People who are deaf or hard or hearing

· People who are deafblind or dual sensory impaired.

· People with dyslexia

· People with cerebral palsy 

· People with autism 

· People with cystic fibrosis

· People who have heart conditions

· People with epilepsy

· People who have diabetes

· People who have arthritis

· People who have had a stroke

· People with HIV, Cancer or Multiple Sclerosis from the point of diagnosis

· People with other progressive conditions such as Motor Neurone disease or Parkinson’s disease

This is not an exhaustive list



Certain conditions are specifically excluded from the Disability Discrimination Act. These are:

· addiction to or dependency on alcohol, nicotine, or any other substance (other than as a result of the substance being medically prescribed);

· seasonal allergic rhinitis (e.g. hayfever), except where it aggravates the effect of another condition;

· tendency to set fires;

· tendency to steal;

· tendency to physical or sexual abuse of other persons;

· exhibitionism;

· voyeurism.

Also, disfigurements which consist of a tattoo (which has not been removed), non-medical body piercing, or something attached through such piercing, are treated as not having a substantial adverse effect on the person's ability to carry out normal day-to-day activities. 

3.7
What are the Individual and Social Models of Disability?

The ‘individual’ and ‘social’ models of disability refer to particular 
understandings of disability and impairment. 
The distinction between these two polar models was developed by disability rights campaigners in the UK such as Michael Oliver, Vic Finkelstein, and others. This model emerged in the late 1970s and early 1980s, amidst a desire for greater ownership and involvement in issues impacting upon the lives of 
people with disabilities. That is, there should be ‘Nothing about us without us’ for people with disabilities.
Until relatively recently, understandings of disability and impairment have been rooted in an ‘individual’ or ‘medical’ paradigm. The individual model of disability views disability as synonymous with an individual’s impairment and not as a consequence of the society in which we live.
This model of disability has three key components:

1. The ‘problem’ of disability lies with the individual and their impairment.
2. The individual is disabled solely because of his or her impairment.
3. The optimal solution is to minimise or cure the illness or impairment and to help the individual ‘cope’ with their personal limitations.

By focusing on what is considered to be ‘normal’, and by assessing people on what they cannot do, the individual model views disability as a tragedy for the individual and a burden for the family and society. The individual is cast as a ‘victim’ and is subsequently disempowered from making decisions about their day to day lives. 
People with disabilities have rejected this model. They say it has led to their low self-esteem, undeveloped life skills, poor education and consequent high unemployment levels.  
People with disabilities have arrived at a different ‘model’ to help understand the situation. This approach, known as the social model of disability, challenges the idea that disability is a ‘problem’ requiring ‘cure’. Instead, the social model argues that disability is a issue of exclusion from everyday life whilst impairment refers to an individual’s ‘functional limitation’. 
This approach suggests that the individual and collective disadvantage experienced by people with disabilities is due to a form of discrimination that is as deep-seated in our society as sexism, or racism. Instead of locating the ‘problem’ of disability with the individual, the social model locates the problem within wider society, and focuses on the characteristics and barriers presented by this disabling society. Such barriers include inaccessible buildings, unequal access to services, a lack of information in alternative formats, prejudicial attitudes, or a lack of opportunities for people with disabilities to become involved in service planning and delivery.

The implications of this approach are far-reaching since the solution shifts from finding a cure to eradicating the disabling barriers constructed by society.
The tension that this can create across the health and social care sector is evident. It is important that you recognise and address not only the medical effects of the individual impairment or condition, but the social context of disability, that is, the barriers that exist in our society and which can make it difficult for people with disabilities to effectively access health and social care.
The social model of disability is at the heart of this toolkit. 
3.8
Disabled People’s Protection under the Law

The Disability Discrimination Act (1995) (DDA)

The DDA prohibits discrimination against people with disabilities in relation to the following:
· The right not to be discriminated against in employment or in accessing employment
· The right not to be discriminated against in buying goods and/or accessing facilities or services
· Employers must make reasonable adjustments for disabled employees and job applicants
· People selling goods or providing services must, if necessary, adapt their policies, practices and procedures and make reasonable adjustments for customers/service users with disabilities

Section 75 of the Northern Ireland Act (1998)
Section 75 requires health and social care organisations who fall within the Equality Commission’s definition of ‘public authority’ to show due regard to the need to promote equality of opportunity between nine different groups namely:
,

· Persons of different religious belief, political opinion, racial 
group, age, martial status or sexual orientation;

· Between men and women generally;

· Between persons with a disability and persons without;

· Between persons with dependants and persons without.
Health and social care organisations must undertake Equality Impact Assessments to identify whether there are differences in the way a policy impacts upon the nine categories stipulated above.  Following an assessment of impact, the public authority may need to develop new measures to reduce any negative impact or develop new measures that more effectively promote equality of opportunity. 

Public authorities are also expected to collect and disaggregate data on each of the stipulated equality grounds including disability.

European Convention on Human Rights and the Human Rights 
Act (1998)
People with disabilities receive the same legal protections under the European Convention on Human Rights and the Human Rights Act (1998) as other people. Details of the Human Rights Act can be found in Section 2.
Bridging the Gap:
Disability and Human Rights
4.1 
Key human rights issues experienced by people with disabilities across health and social care
4.2
What is a Disability and Human Rights-Based Approach to Health and Social Care (DHRA) 
In this section you will find case studies of a range of issues that have been experienced by people with disabilities in various health and social care settings. 
You should:

1. Consider how each situation impacts upon the human rights of people with disabilities

2. Consider what you would or could do differently as a member of staff you were to find yourself in a similar situation
4.1
Key human rights issues experienced by people with disabilities across health and social care

Inhuman, degrading or humiliating treatment

People with disabilities can experience abuse or neglect in both health and non-health sectors. For example:

· Physical, sexual or psychological abuse

· Bullying, disrespect or humiliation

· Inappropriate or discriminatory withdrawal of treatment 

· Inaccessible facilities, removal or denial of aids and adaptations, or lack of communication support 
· Inappropriate and unjustifiable restraint

· Unchanged bedding
· Washing or dressing without regard to dignity

Case Study
William is 80 years old and lives in a residential home. He has Alzheimer’s and can be forgetful on occasions. He is being attended by a number of staff – female and male – who are cleaning him. He has messed himself, has been stripped of all clothes and is naked on the bed. When his wife arrives the staff are laughing, turning him over roughly in full view of everyone walking up and down the corridor as the door to his room has not been closed. He tells his wife he feels ashamed of the way he is being treated, but he does not want her to do anything about it as he thinks that staff will take it out on him.
 

Treatment is degrading if it “arouses in the victim feelings of fear, anguish and inferiority capable of humiliating and debasing him and possibly breaking his physical or moral resistance”.
 An action, which lowers a person in rank, position, reputation or character, may also be considered degrading.

Case Study
Mr Burke has a congenital degenerative brain condition that follows a similar course to multiple sclerosis. He has very serious physical disabilities. In time he will be entirely dependent on others for his care. He will lose the ability to swallow and will require artificial nutrition and hydration by tube to survive. He is likely to retain full cognitive faculties even during the end stage of this disease and insight and awareness of the pain, discomfort and extreme distress that would result from malnutrition and dehydration. He requested that artificial nutrition and hydration not be withdrawn from him until he dies of natural causes – this would prevent a doctor using his clinical judgement to withdraw it in the circumstances set out in the General Medical Council Guidance. 

When the case was heard by the High Court, the judge decided in Mr Burke’s favour, holding that the Guidance was not lawful. He also held that treatment is capable of being “degrading” within the meaning of Article 3, whether or not there is awareness on the part of the victim. However unconscious or unaware of ill-treatment a particular patient may be, treatment which has the effect on those who witness it of degrading the individual may come within Article 3. It is enough if judged by the standard of right-thinking bystanders it would be viewed as humiliating or debasing the victim, showing a lack of respect for, or diminishing, his or her human dignity.

Where the National Health Service has assumed responsibility for treating a terminally ill patient’s condition and he has become reliant on the medical care he is receiving, there will prima facie be a breach of Article 3 if that care is removed in circumstances where this will subject him to acute mental and physical suffering and lead to him dying in avoidably distressing circumstances. Moreover, even if the patient’s suffering does not reach the severity required to breach Article 3 a withdrawal of treatment in such circumstances may nonetheless breach Article 8 if there are sufficiently adverse effects on his physical and moral integrity or mental stability.
The Court of Appeal allowed the GMC’s appeal against the High Court judgment, but made it plain that if a patient with capacity had made it clear that he or she did not wish to have treatment withdrawn, their wish should be respected, and that if a doctor failed to do so, this would be murder.  The Court of Appeal also said that disabled people’s choices must be given the same weight and respect as would be accorded to choices made by non-disabled patients.
 

Case Study

In The Queen (Application of A and B) v East Sussex County Council 
 two physically disabled adults with learning difficulties and their family carers had their lives blighted by the local authority’s policies on lifting. They were unable to take part in their favourite pastimes – shopping, swimming and horse riding – because none of these could occur without their being manually lifted. 

The Disability Rights Commission intervened in the case, arguing that the local authority’s legitimate concern for the safety of its staff had not been balanced against a recognition of the impact that such a policy had on the quality of disabled people’s lives. Under Health and Safety at Work legislation employers must ensure, “in so far as reasonably practicable”, the safety of employees. This involves a balance, in which the amount of risk is placed on one scale and the sacrifice involved in the measures necessary for averting the risk is placed in the other.

The Court ruled in favour of the applicants and against the local authority’s blanket ban on lifting. The Judge reasoned that “human dignity” and the right of the disabled to participate in the life of the community were at the heart of "physical and psychological integrity" protected by Article 8 This is matched by the positive obligation of the State to take appropriate measures designed to ensure to the greatest extent feasible that a disabled person is not "so circumscribed and so isolated as to be deprived of the possibility of developing his personality". 
Under-diagnosis

Case Study
“Some doctors don’t take notice of physical pain once they know you have a mental one. They put everything down to depression, age, change of life and weight, and don’t listen.”

There are high levels of unmet needs among people with disabilities in Northern Ireland. This is due in part to an under-diagnosis of the health needs of people with disabilities which results from ‘diagnostic overshadowing’, that is, the health issue is wrongly assumed to be inextricably linked to, or a natural part of, a person’s disability. This can mean that ill health remains undiagnosed until it is too late.

Case Study

Tom died on 25 May 2004. He was just 20 years old. He had profound and multiple learning disabilities. He died of aspiration pneumonia and reflux oesophagitus. A hospice consultant recommended that the underlying causes of his pain were investigated by a gastroenterologist over a year before he died, but no action was taken on this issue until it was far too late. Medical assessments promised at the NHS assessment unit Tom was admitted to never took place, and Tom’s parents found that the concerns they raised over Tom’s expressions of pain weren’t listened to. Tom’s family has complained to his GP, the primary care trust, the hospital and the Healthcare Commission.


Capacity and Patient Choice


People with disabilities are often assumed to lack the capacity to make decisions about medical treatment and may consequently be subject to interventions they have not agreed to. The case study below which details the experience of Baroness Jane Campbell DBE is a primary example.
Case Study
Baroness Campbell is a Life Peer and a Commissioner of the Disability Rights Commission and of the Commission for Equality and Human Rights (CEHR). Baroness Campbell is Chair of the Office for Disability Issues (ODI) Independent Living Review Expert Panel and was the former Chair of the Social Care Institute for Excellence (SCIE).
In 1996 she co-founded and directed the National Centre for Independent Living (NCIL) where she worked for six years before being appointed by the Minister for Social Care to chair SCIE. She is an active leader in the social care field and a campaigner and adviser for disability reforms
Baroness Campbell has been recognised for her work twice in the Queen's birthday honours (in 2000 and again in 2006) and is the recipient of two honorary doctorate degrees. She describes her experiences:
“I was admitted to hospital for emergency treatment, suffering from severe pneumonia. I also have spinal muscular atrophy, which means I cannot lift my head from the pillow unaided and need to use a powered wheelchair. 

The consultant who was treating me commented that I was very ill and that if I went into respiratory failure he assumed that I would not want to be resuscitated on a ventilator. When I said that of course I would want to be ventilated, he looked puzzled but appeared to let the matter drop. 

The next day a more senior consultant repeated the same message; that if I went into respiratory failure – and this was looking likely- then he assumed that I wouldn’t want to be put on a ventilator. Again I protested, and by then I was getting very scared. 

I kept myself awake for the next 48 hours, fearful that if I went to sleep I would never wake up.”

Some people with disabilities may find it difficult, in practice, to make informed choices and participate in everyday and life changing decision making processes relating to areas such as treatment, community care, place of residence and support needs, due to assumptions that people with disabilities lack the capacity to make decisions.

People with disabilities may not be able to make fully informed decisions or exercise free choice if they do not have access to the same information that is available to people without disabilities. 

On the other hand, ‘patient choice’ may be used as a justification for non-intervention even though the individual may not have fully understood the consequences or may not have had access to the full extent of information available. 

Sexual and Reproductive Health

Research has shown that women with disabilities experience particular difficulties in accessing health services.
 Many women with disabilities have encountered negative attitudes when accessing gynaecological and screening services. 

Case Study

“My gynaecologist criticised me for becoming pregnant because of the risk of passing on my visual impairment and the risk of learning disability from my husband’s family.”

“They would not ask a woman who is not disabled if she had a partner; it is just presumed that a disabled woman is not sexually active.” 

Some women with disabilities continue to be sterilised without consent, or denied access to fertility treatment.

People with disabilities are less likely to receive information on issues relating to sexual and reproductive health such as birth control, safe sex practices, sexually transmitted infections and the menopause. This is due in part to the widespread inaccessibility of information and also to the assumption that people with disabilities should not be, or are not, sexually active.

Fact

Approximately 3% of women with learning disabilities have smear tests compared to 86% of the general population. 17% of women with learning disabilities have breast screening compared to 76% of the general population.
 

Family Life

Fact

“Time to sleep. Time to reflect. Time to take stock and be 
reenergised. Time for my son to have a break from me. Time to try

something new and make contact with the world outside.” 
(25 year old man’s mother)
8 out of 10 families caring for children and adults with severe or

profound learning disabilities have reached or come close to breaking

point because of a lack of short break services

Article 8 of the Human Rights Act protects the right to respect for private and family life, home and correspondence. People with disabilities can experience difficulties in maintaining family life if there is limited or little support available. 

Case Study
“For years, Jean used to go to respite 17 miles away. The person in charge of a nursing home had renovated a barn in the grounds of the nursing home and it was used to provide respite. Jean went there every second weekend and if we wanted to have a break for a holiday, she would have gone then as well. When she was there I could go away with a clear mind. I knew she would be well looked after. Then social services pulled out. I was phoned and told to take my daughter home, very suddenly. 

Now there’s no reliable respite near our home. I have to arrange for respite for Jean before I can arrange any holiday for myself. Recently, I had a holiday booked for six days. Two days before the holiday I was told that the respite service could not take Jean. I was very cross about it. Social services offered me a place 70 miles away. This would have meant driving to a place that I am not familiar with. This is too much at my age. I am nearly 80 years of age.”

Accessibility

The physical inaccessibility of the built environment of some hospitals, surgeries and other health facilities coupled with long waiting hours can be particularly problematic for people with disabilities.

Physical inaccessibility includes:

· Inaccessible buildings
· Inaccessible medical equipment
· Inaccessible treatment tables
· Inaccessible consulting rooms
· Inaccessible reception and waiting areas
· Inaccessible inpatient and outpatient facilities 

· Inaccessible parking facilities

· Lack of suitable adaptations

For example, some people with disabilities may find it difficult to access services in rural areas compared to urban areas due to a lack of transport, or inaccessible buildings, or they may find it difficult to access mobile health screening facilities or family planning clinics.

A 2002 report by Leonard Cheshire found that 12% of wheelchair users and 50% of profoundly deaf people found doctor’s surgeries inaccessible.
 

In another survey, 20% of disabled people said it was difficult or impossible to access healthcare – 1 in 7 could not collect prescriptions and 20% had deferred treatment compared to just 7% of the general population.

Communication and Information

Case Study

A deaf woman who signed was a long-term resident in a residential home. She was not given communication support because her notes explaining her need were lost. Lacking the means of communication, she developed behavioural difficulties and was then misdiagnosed as of low intelligence. She was kept in total isolation for 30 years until the home was closed down and the truth was discovered. She had by then lost her ability to sign. The lack of communication support had led to total isolation and would likely be considered inhuman and degrading treatment.

While many people with disabilities have had good experiences of health services, others continue to experience communication difficulties. Some people with disabilities may be at a greater risk of inadvertently taking an overdose of medication due to ineffective communication.

Some people with disabilities may also find it difficult to make, change, or attend important appointments due to inaccessible communication systems, or to find out about vaccinations, healthy eating campaigns and other health promotion activities due to a lack of information in accessible formats

Fact

70% of sign language users admitted to Accident and Emergency departments were not provided with an interpreter, while 33% of sign language users were either unsure about instructions for medication, or had taken too much or too little because of communication difficulties

Independent Living and Community Care

Fact

In 2003, it was estimated that approximately 455 men and women with learning disabilities in Northern Ireland had no home outside a hospital. The average age of people living in hospital in Northern Ireland is 49 years old. They typically live in ward style accommodation and few have their own bedroom.

There have been many public commitments in recent years to independent living to facilitate disabled people to move away from institutionalised care to live in the community. However, Northern Ireland is far behind Great Britain in this regard and aspirational standards of care and support are fundamentally compromised by the poor level of resourcing available.
Case Study – Johnson V UK (1999)

A Mental Health Review Tribunal had repeatedly found that the applicant was no longer “suffering” from a mental illness. However, rather than ordering his immediate release, the Tribunal ordered release conditional upon the applicant living in a supervised hostel environment. Since no suitable hostel could be found the applicant's release was repeatedly deferred. The total period was from 1989 to 1993.

The applicant argued that once the tribunal had found he was no longer “suffering” from a mental illness he should have been released without conditions. The European Court of Human Rights rejected this; - it was acceptable for the tribunal to proceed with caution and if necessary to impose a staged discharge.

“It does not automatically follow from a finding by an expert authority that the mental disorder which justified a patient’s compulsory confinement no longer persists, that the latter must be immediately and unconditionally released. Such a rigid approach to the interpretation of that condition would place an unacceptable degree of constraint on the responsible authority’s exercise of judgment to determine… whether the interests of the patient and the community into which he is to be released would in fact be best served by this course of action. However, the period of deferral must be limited and must be subject to strict procedural safeguards to ensure the discharge at the earliest opportunity.”

In this case, the Mental Health Review Tribunal had made no detailed investigation of the availability of accommodation and there was no certainty whether or when a place could be found. They were in breach of Article 5
Implementing a disability and human rights-based approach to health and social care will help to prevent similar incidents from occurring. 
4.2
What is a Disability and Human Rights-Based Approach to 
Health and Social Care (DHRA) 
A disability and human rights-based approach to health and social care builds upon the five principles identified by the Department of Health (see Section 2.9), and emphasises:

1. The right of people with disabilities to enjoy the highest attainable standard of health and social care without discrimination

2. Compliance with the fundamental rights and freedoms as set out in the Human Rights Act 1998 and other relevant human rights standards.

The key principles of a disability and human rights-based approach are outlined below.
· Respect and Dignity
People with disabilities have the same worth and value as everyone else. A rights based approach ensures that people with disabilities are treated with respect and dignity and recognised as rights-holders.
· Choice
People with disabilities are entitled to make their own choices and decisions about their treatment and care options, and to be facilitated in doing so.
· Empowerment
People with disabilities are empowered and provided with information they can use to make their own choices.
· Advocacy
People with disabilities have access to appropriate advocacy as and when required.
· Participation
Free, meaningful and effective participation by people with disabilities is actively encouraged and facilitated.
· Consultation and Engagement 
Health and social care providers actively consult and engage with people with disabilities.
· Access
People with disabilities are able to effectively access the full range of health and social care services including information, communications, facilities and services, and the physical environment.
· Equality and Non-discrimination
People with disabilities should not be discriminated against.

This does not just mean treating everyone the same. Such an approach can inadvertently violate disabled people’s human rights by ignoring the cumulative effects of past disadvantage. Health and social care services should be particularly sensitive to identifying and addressing the needs of people with disabilities.
· Accountability

A rights-based approach encompasses effective monitoring and accountability. This should encompass collection of disaggregated data so that the way people with disabilities are able to enjoy, exercise and claim their human rights across health and social care can be effectively monitored. Accountability processes should be transparent and fully accessible.
These concepts are elaborated upon in further detail throughout the toolkit.

Developing Rights-Based Policies
5.1
Identifying the policy

5.2
Why is it important to develop rights-based policies?

5.3
What does a rights-based policy look like?

5.4
Promoting disability and human rights-based policies

5.1
Identifying the policy
The term ‘policy’ can be defined as ‘a course or principle of action adopted or proposed by a government, party, business or individual’.
 
There is a general misconception that only those policies and procedures that specifically target or mention ‘disability’ are relevant to people with disabilities. The term ‘policy’ is used more broadly here. Specifically, that those policies impacting upon the lives of people with disabilities, directly or indirectly, and irrespective of the origins of those policies should be subject to a disability and human rights impact assessment.

5.2
Why is it important to develop rights-based policies?

Policies that are based on human rights are more likely to be effective, equitable and inclusive of everyone.

Health and social care providers must consider the Human Rights Act when developing any policies. There must also be a statement that the human rights implications of a proposed policy has been assessed and deemed compatible with Convention Rights set out in the Human Rights Act. If such a statement cannot be made, then there has to be an explanation.
 

All policies that are in the process of development or review should also consider the human rights implications for people with disabilities to find out:

· whether particular practices risk breaching disabled people’s human rights

· whether any changes can be made that will strengthen and foster disabled people’s human rights

This should take place in conjunction with equality proofing activities.
5.3
What does a disability and human rights-based policy look like?

A disability and human rights-based policy explicitly engages with the human rights principles of fairness, respect, equality, dignity and autonomy, in policy design, development and implementation. 
Policies that are rights-based comply with human rights obligations by actively and clearly identifying:

WHO the human rights holders are

WHICH human rights are relevant to the policy area
WHO in your organisation is responsible for ensuring that these rights are protected and promoted

HOW these rights will be protected or promoted across the policy area
5.4
Promoting Disability and Human Rights-based Policies

The guidance contained throughout this toolkit will assist you in developing policies that actively protect and promote the human rights of people with disabilities. 

1. Activity
Be proactive rather than reactive. Consider the potential human

rights implications of all policies from the outset.
2. Human Rights Principles
Utilise human rights principles when defining visions, goals, objectives and outcomes of existing of future policies and programmes.
3. Communications Strategy
Develop a communications strategy to ensure that all staff are aware of the overarching commitment to human rights and the implications of a rights-based approach, and are able to identify people with disabilities as rights-holders.
4. Training
Ensure that staff are aware of the Human Rights Act, the general need to respect human rights, and receive human rights training, including training on disability rights.
5. Respect and Recognition
Recognise the specific experiences of people with disabilities. 

Recognise the positive contributions people with disabilities make in our society and their status as rights-holders.
Recognise that people with disabilities have multiple identities.
6. Engagement
Engage with people with disabilities and NGOs to identify potential barriers or breaches of human rights.
Advocacy

6.1
What is Advocacy?

6.2
Why is Advocacy important?

6.3
Advocacy is about…..

6.4
Types of Advocacy

6.5
Promoting Health and Social Care Advocacy

6.1
What is Advocacy?

“Advocacy is a tool, which can redress power dynamics because it gives people a mechanism to place their own concerns, views and contributions into the wider arena”

Advocacy is concerned with respect, dignity, empowerment, autonomy and self determination, the safeguarding of citizenship rights and the inclusion of marginalised people.  Advocacy is a specific form of representation which ensures that people with disabilities have access to the information they need, understand the options open to them, and are able make their views and wishes known.
 

6.2
Why is Advocacy important?

There is a distinct need for high quality support services across health and social care to enable people with disabilities to understand and participate in decisions which affect them as fully as possible. This is because some people with disabilities may require or request a third party to speak on their behalf.

The lack of these services can prevent some people with disabilities from making informed choices and decisions about their care or treatment or the advice that is given to them. The overall aim of an Advocacy Policy should be to promote independence and empower people with disabilities to exercise their rights.

6.3
Advocacy is about
:

· Making informed choices, the right to say ‘yes’, ‘no’ or ‘I will think about it’;
· The right for an individual to attend meetings about them;
· The right of an individual to bring a person of their choice to a meeting, if they so choose;
· The right to give and receive information;
· The right of an individual to complain, speak up for themselves and/or others;
· The right to be heard;
· The right of an individual to communicate in a manner culturally appropriate to them, and to have appropriate aids, equipment and interpreters if needed;
· The right of an individual to formal or informal representation of their choice;
· The right for an individual to have their presence and ideas respected;
· The right for an individual to participate in their own life and the life of their community, as an equal citizen and human being;
· The right to self-advocate and/or to participate in groups.
6.4
Types of Advocacy

Different types of advocacy will be required in different circumstances by different groups. 
People with disabilities should have access to advocacy services that are appropriate, timely and effective, and which take account of the diversity, preferences and specific needs of different cultural groups. This can be achieved through self-advocacy, peer advocacy or group advocacy.
	Types of Advocacy

	Self-Advocacy
	People speak for themselves but

may need training and support to

enable them to do so.

All people with disabilities should be encouraged, enabled and supported to speak for themselves.



	Peer Advocacy

	A one-to-one partnership  between an 

individual and an advocate where 

support is provided by advocates who have 

had similar experiences or who use, or have  

used similar services.



	Group Advocacy
	A group of people unite to campaign on issues 

affecting more than one person.

Such groups should be enabled to participate in service development, monitoring and evaluation, strategic planning and commissioning, and policy development activities.

	This is not an exhaustive list.




Independent Advocacy
Independence is vital. The assumption that health and social care workers and/or relatives and carers are best placed to advocate on behalf of an individual is a misconception. This is because of the potential conflict of interest or power imbalances that could arise. It is as vital that people with disabilities have access to independent advocacy as it is for family carers.
Independent advocacy ensures that the individual has as much control as possible over their lives. The first duty of an advocate is to the person they are working with. Independent advocates represent the wishes and interests of those who need an advocate, removing the potential for conflict of interest. 
6.5
Promoting Health and Social Care Advocacy

The key to successful health and social care advocacy is to support people with disabilities to identify, quantify and present their needs, priorities and concerns to others, particularly service providers, in a way that is accessible and sensitive to the individual.

1.
Commitment
Demonstrate organisational commitment to the values and principles underpinning advocacy. Health and social care providers could, for example, develop an advocacy poster or charter. An example of an advocacy charter can be found in the resources section of this toolkit. 
2.
Independent Advocacy
Encourage the development of independent advocacy provision.
3.
Advocacy Policy
Nominate an individual to co-ordinate and develop an Advocacy Plan or Policy to ensure that people with disabilities have access to advocacy services that are appropriate and which enable them to retain as much control as possible over the decisions that affect their lives.
4,
Participation

Actively involve people with disabilities in decisions that affect them.
5.
Listening

Encourage a culture where listening and responding to the concerns of people with disabilities becomes an integral part of everyday practice.
6.
Time

Give the individual the time and space to express their views effectively.
7.
Mapping

Map existing advocacy provision in local areas and identify gaps.
8.
Partnership

Work in partnership with other agencies to promote the development of advocacy services.
9.
Respect

Respect an individual’s need or decision to access advocacy support.
Respect an individual’s choice of advocate and the views expressed in the advocacy process.
10.
Positive Outcomes

Ensure that staff are able to respond positively to people with disabilities who may request or require advocacy.
11.
Communication

Ensure that the individual has access to appropriate and effective mediums of communication that enable them to express their views and opinions in their preferred manner. 
See section 9 on Communication.
12.
Information

Ensure that independent advice and information about care, treatment options or services is available in a range of accessible formats, and that people with disabilities are aware that these exist.

Provide information about advocacy, the role of an advocate, how to access advocacy services and where to get more information.

See section 8 on Information.
13.
Confidentiality

Maintain confidentiality of information given to staff by people with disabilities and their advocates, and make clear both the limits of confidentiality and rights of access to information.
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7.1
What is Consent?

Valid consent to examination and treatment is a central aspect of the right to health and social care. Valid consent goes beyond the mere acceptance of proposed medical or social care interventions to encompass the informed, willing and un-coerced commitment to a decision, whether that decision is an acceptance or refusal of a proposed intervention. 

“Patients have a fundamental legal and ethical right to determine what happens to them… ‘Consent' is a patient’s agreement for a health professional to provide care. Patients may indicate consent non-verbally (for example by presenting their arm for their pulse to be taken), orally, or in writing. For the consent to be valid, the patient must: 

•
be competent to take the particular decision;


•
have received sufficient information to take it; 
and 

•
not be acting under duress.” 

This section should be read in conjunction with relevant Departmental and Regulatory guidance on capacity and consent. 

7.2
Why is Consent important?

It is particularly important for people with disabilities to be able to understand, in a clear and concise manner, the consequences of any proposed examination, treatment or care arrangement. 

Informed consent is key to preventing unwanted medical and social care interventions from being imposed on people with disabilities. 

Like advocacy, informed consent is based on the values of respect, autonomy and self-determination, non-discrimination and freedom from inhuman and degrading treatment. These principles apply to all decisions relating to care and treatment from minor to major and life threatening interventions.

“Any preventative, diagnostic and therapeutic medical intervention is only to be carried out with the prior, free and informed consent of the person concerned, based on adequate information. The consent should, where appropriate, be express and may be withdrawn by the person concerned at any time and for any reason without disadvantage or prejudice.”

Article 6 of the Universal Declaration 
on Bioethics and Human Rights

7.3
Consent is about:

· The right of an individual to make informed decisions about their treatment and/or care;
· The right of an individual to accept or decline physical or other interventions;
· The right of an individual to receive information about the range of care and treatment options available to them and to use this information in making a decision;
· Respect for individual autonomy and self-determination;
· Recognition of the inherent value and worth of all members of society;
· The right of an individual to be free from inhuman and degrading treatment;
· Responding to individual needs and priorities;
· Developing meaningful and effective dialogue;
· Facilitating the creation of a partnership based on trust;
· Promoting best practice in consultation and participative decision making;
7.4
Consent and Capacity

People with disabilities are often wrongly assumed to lack the competence or capacity to make or consent to decisions. 
People with disabilities have diverse needs and may participate in decision making processes in different ways. This does not reduce the quality or validity of decisions that people with disabilities make. 
People with disabilities should be able to freely make decisions regardless of whether these decisions are perceived as ‘right’ or ‘wrong’, ‘wise or unwise’ by other parties.
The question of capacity is of particular relevance to people with mental health and/or learning disabilities. It is often assumed that someone with mental health issues or a learning disability is not able to make a decision for themselves. A person cannot automatically be deemed to lack capacity because of a mental health or learning disability. This is because a person’s disability does not always have a negative impact on their ability to make a decision. 

Informed consent should be guaranteed to people with disabilities on an equal basis with everyone else. People with disabilities should not be deemed to lack capacity on the basis of perceived or subjective assumptions about their quality of life. 
An apparent lack of individual capacity may be due to particular communication requirements. Communication difficulties should not be understood as synonymous with a lack of intellectual ‘capacity’ or an inability to make or consent to decisions. Instead, information should be provided and communicated to the individual in appropriate formats and the person should have access to the communication method of his/her choice. 
It is important that children and young people with disabilities and people with disabilities who reside in institutional or restrictive settings on a temporary or permanent basis are also given real opportunity to express choice and demonstrate capacity to make a particular decision(s) at a particular time. A child with a disability under the age of 16 may be able to give valid consent if he or she, on the same basis as all other children under the age of 16, has “sufficient understanding and intelligence to enable him or her to understand fully what is proposed”. This is sometimes known as ‘Gillick competence’
See http://www.dhsspsni.gov.uk/consent-guidepart2.pdf for further detail.

Ultimately, no individual should be treated as incapable of making a decision unless all alternative and practicable steps to maximise the individual’s autonomy have been identified and taken. 

7.5
Promoting Informed Consent 
1. 
Presumption of Capacity

All persons with disabilities should be presumed as having decision making capacity. You should not assume that a person lacks capacity solely on the basis of impairment or perceived quality of life.

Only when it has been clearly established that, having been given all appropriate support, an individual does not have the ability to understand, retain or weigh up the information needed to make a decision, can a person be regarded as lacking capacity.

If in doubt, seek specialist advice.

2.
Fluctuating Capacity
Be aware that any person, including a person with a disability, may have fluctuating capacity. 

An individual may be more comfortable with discussing particular options at a particular time of day, with a member of the family present. Others may find it helpful to have a written or audio recording of the consultation so that they can remember what was discussed.

Ask the individual concerned what works best for them. If this is not possible, ask a close family member or carer about the best ways of communicating with the individual concerned. 

Do not assume that because an individual does not have the capacity to make a decision, or between certain options at a particular point in time, that this means they will not have the capacity to make decisions in the future. 

3. 
Support Requirements

Do not make assumptions. Someone who has a disability will not always automatically require support. Similarly, an individual with a particular disability will not automatically require the same type of support as someone else with the same disability. For example, not all deaf people will use or require a sign language interpreter.

To ensure that people with disabilities are able to participate fully, it is imperative to ask people individually and directly if they have any support requirements and what these requirements are.

4. 
Information

The ability of someone to give informed consent to services or treatment depends on them being given full, relevant and accurate information about a particular diagnosis, decision or range of options in formats that are both appropriate and accessible. 

People with disabilities have a right to know, on an equal basis with others:

· What the proposed treatment or intervention will involve;
· The benefits of the proposed treatment or intervention;
· The risks or side effects of a proposed treatment and intervention and their severity;
· Whether there are any alternatives;
· What might happen if they do not have the proposed treatment or intervention.
Ensure that information contained in written formats or through visual or audio aids is accurate and up to date.

See Section 8 for further detail on information accessibility.
5. 
Communication

People with disabilities should not be prevented from making decisions due to a lack of effective communication support. 
It is vital that sufficient arrangements, resources and safeguards are in place for accessing communication support and that these arrangements are effectively monitored. 
See Section 9 for further information on communication.
6. 
Clarity

Inform individuals of the options available to them in a clear and concise manner. Avoid jargon and complicated terminology. 

Use visual and pictorial aids where this is appropriate. 

7. 
Independent Advocacy

Ensure that individuals have access to effective advocacy support services as appropriate.

Ensure that all staff are aware of how to access and effectively utilise independent advocacy services.

See Section 7 for further detail on advocacy.
8.
Questions

Ensure the individual is encouraged to ask any questions or raise any concerns they may have about a proposed treatment or intervention.

9.
Maximise
Maximise an individual’s ability to make decisions for themselves.
10.
Time

Allow individuals sufficient time to reflect before making a decision and the opportunity to consult with relatives/carers as appropriate.
11.
Respect

Respect the individual’s final decision.
12.
Incapacity

In cases where an individual’s lack of capacity to make decisions has been clearly established in accordance with relevant law, that individual should continue to be treated with respect for all of their human rights, fairness and dignity. 
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8.1
What do we mean by Accessible Information? 

Accessible information is information presented in a format that can be easily used and understood by its intended audience. This intended audience includes people with disabilities. 

Information that is accessible to one person may be inaccessible to another. For example, a person who is blind may require material in Braille or audiotape while someone with a learning disability may prefer Easy Read publications.
8.2
Why is Accessible Information important?
“Meeting the needs of disabled people is an essential part of effective information and service provision. In addition, good information and service delivery for disabled people often also delivers effective services and information for everyone”

The provision of good quality information is central to the delivery of effective public services. Everyone should have access to appropriate information so that they can access services and exercise their rights.

Limited information availability can have a negative impact on people’s health and recovery.
 Accessible information is essential in facilitating people with disabilities to live independently and make choices about their day to day lives. 

Many people with disabilities cite lack of accessible information as a major barrier to accessing services and exercising choice. For some people with disabilities, particularly those less confident in handling information and negotiating the health and social care system, the information they require is not always available in an easily understandable way.

Accessible information enables people with disabilities to:

· Know what services are available and how to access them

· Make informed choices on the various options that are available to them

· Make healthier choices about their lives

People with disabilities need information on a wide range of services and programmes in the same way as people without disabilities. This means not just providing accessible information on disability specific services and programmes, but on services and programmes across the sector. 

8.3
Types of information which should be provided in accessible formats


Examples of information which should be provided in accessible formats are outlined below.
· Information about how to make, confirm or change appointments

· Information that is currently provided in the form of letters or notes such as;
· Appointment letters

· Results letters

· Letters of invitation to screening programmes including cervical or breast cancer screening

· Prescription notes

· Medication labels

· Information that is currently provided in the form of leaflets including:

· Complaints procedures

· Inpatient and outpatient information 

· Treatment options

· Preventative health issues

· Health promotion issues

· Advice for older people, parents, and children and young people

· Reproductive and Sexual Health

· Family planning

· Care plans

· Direct payments

· Social work services

· Dental services

· GP services

· Out of hours services 

· Information displays and information that is currently provided in the form of posters or notices

· Directional signs

· Information that is currently communicated via face to face interaction or verbal communication such as:

· Telephone and advice lines

· Television/Videotapes/DVDs

· Tannoy or audio announcements

8.4
Accessible Information is about:

· Enabling effective and meaningful access to health and social care on disabled people’s own terms;
· The right of an individual to receive information about the range of options, services and programmes available to them across health and social care and to use this information in making a decision; 

· Making information user-friendly;
· Empowering people with disabilities to make healthy choices and lead independent lives;
· Recognising and responding to individual needs and preferences;
· Demonstrating acceptance and respect for differences;
· Promoting effective engagement with service-users.
8.5
Key Information Principles

The following five information principles are essential to underpinning good service and information design and delivery: 

1. Ensure that people with disabilities are involved from the start;
2. Provide information through a range of channels and formats;
3. Ensure your information meets users’ needs;
4. Clearly signpost other services;
5. Always define responsibility for information provision. 

What Makes Information Accessible?


Design





Format

Content





Availability

8.6
Promoting Information Accessibility

1. Accessible Information Policy

Actively encourage the production of information in accessible formats. Develop an accessible information policy to:

· Ensure that all staff are aware of your organisation’s commitment; 

· Ensure that all staff know how to obtain or provide accessible information;
· Promote the widest possible access to services and reflect best practice in information giving, whether oral, printed or web-based.
2. Ask

Ask people with disabilities how they would like to receive and access information. Do not make assumptions. 

Ask people with disabilities for suggestions and feedback on the information and formats provided and potential ways of improving these in future.
3. House styles

Actively promote consistency of house style across all work areas.
Documents should be produced in a simple and clear format to facilitate increasing font size to 18 point if requested.
All written information should be clearly presented in Arial in at least size 12 point, but preferably 14 point. This makes written material clearer and easier to read.
Use even spacing and leave adequate space between paragraphs and columns.
Do not justify text as this makes text more difficult to read.
4. Provision of information in alternative formats

Ensure that alternative formats are ready to be made available when requested. Alternative formats may include:

· Large print
· CDs, MP3 files or cassette tapes
· Braille or Moon

· Subtitled videos/DVDs

· DVDs with sign language

· Easy read

· Makaton

· PDF document

· Computer disk

· Accessible websites

Produce all written alternative formats as electronic PDF files which can be accessed on Department of Health, Agency and Trust websites.
Makaton
Makaton is a communication system which combines gestures, pictures and diagrams to get messages across. Makaton is predominantly used by children and adults with a learning disability as well as children and adults with communication needs arising from severe physical disability, autistic spectrum disorders and specific language disabilities.
5. User-friendliness and Plain English

Using plain English means people are more likely to read your material and understand your message. This makes information accessible to everyone, not just to people with disabilities. Items written using plain English will also be easier to translate onto alternative formats.

Information should be clearly presented and easy to navigate. 

Use short uncomplicated sentences and avoid abbreviations and jargon.

Provide navigational aids to steer people throughout the text.
Repeat key words.
Avoid ambiguity and negatives.
6. Inclusive publicity and accessibility

Contact details should always include a telephone number, textphone number, fax number and email address. Relevant personnel must receive training in how to use a textphone.
Any information which includes directions or a map should also give information on physical accessibility, including parking facilities, public transport, wheelchair access and lifts.
7. Publicising information accessibility

Do not assume that a lack of demand for different formats means that people do not want information. This may be because people do not know that alternative formats are available.
Publicise the availability of alternative formats in any general publicity material and in all standard and alternative formats.
Advertise information about alternative formats in locations that are also accessible.
Develop an action plan to promote and distribute your information directly to people with disabilities. Try to make contact directly with people with disabilities.
8. Images

Images and pictures can help to make written information easier to understand. 

Include positive images of people with a range of impairments.
Avoid wrapping text around pictures or illustrations as this results in different line lengths which can make the information difficult to read. 
9. Website accessibility

If you have a website, ensure it has been designed to be accessible to people with disabilities. You should ensure that your website conforms to international accessibility standards such as the World Wide Web Consortium’s Web Access Guidelines. 
 
Include advice on how to enlarge or reduce the size of the text and consider providing a low graphics version of the site.

Clearly state on the website which formats can be downloaded from the site and how to obtain other formats. 

10. Monitoring and Review 

Identify areas of achievement and improvement. Ensure that information provided in alternative formats is regularly reviewed and kept up to date. 

Keep a record on individual preferences for accessible information on client records and electronic databases. This will ensure that people with disabilities are always sent information in a format that meets their needs. 

Keep a record of all requests made for information in accessible formats.
Monitor your website to measure levels of demand in particular formats.
Include feedback form in appropriate format with information to gauge level of satisfaction from client groups. 

Further advice on information accessibility is available from Disability 
Action. Contact details for Disability Action can be found at the 
beginning of this toolkit. 
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9.1
What do we mean by ‘Effective Communication’? 

Health and social care staff must be able to communicate effectively with everyone. Communication is a two-way process that involves:

1. Understanding information

2. Expressing information

Accessible communication is paramount in facilitating active participation in all decisions affecting an individual’s life. Some people with disabilities may use different communication methods or require communication support. People who use communication support face barriers because services often do not have a variety of communication methods available. 
 

“Good communication engenders meaningful and trusting relationships between healthcare professionals and their patients. This is accepted as fundamental to effective patient care”

Verbal communication encompasses body language, eye contact, facial expressions and tone of voice as well as the words that are used.

The guidance contained here should be used in conjunction with section 8 on ‘Information’.
9.2
Why is Effective Communication important?

Effective communication is integral to the provision of good quality health and social care. Effective communication supports:

· Independence
· Informed choice 
· Shared decision-making

· Effective diagnosis

Communication environments that are ineffective and inaccessible can lead to an increased risk of communication breakdown where “service users’ questions remain unanswered and diagnoses are insecure”. 
 There is a risk too, that some people with disabilities will inadvertently take too little or too much medication due to inaccessible communication environments.

Barriers to communication can be exacerbated if health or social care staff are not aware of how to access communication support when requested or if they do not have the knowledge and training to provide the support required.

Health and social care providers also have an obligation to make reasonable adjustments under the Disability Discrimination Act (1995). Communication support is one example of a reasonable adjustment that can be made. 

9.3
Effective Communication is about:

· Recognising that some people with disabilities may use different but equally valid methods of communication;
· Ensuring that everyone has a voice; 

· Ensuring that all individuals are treated with dignity and respect;
· Respecting the right of an individual to be informed of issues surrounding their health and wellbeing and to understand these issues in a meaningful way;
· The right of an individual to request information, ask questions and communicate any concerns or queries in a manner that is most appropriate for that individual;
· Reducing uncertainty, enabling accurate diagnoses and facilitating appropriate treatment;
· Promoting partnership, effective participation and shared decision-making.
9.4
Methods of Communication

People with different impairments will use different methods of communication. For example, a person with aphasia may communicate in a different way from someone with cerebral palsy or someone with Autistic Spectrum Disorder (ASD).  
People with the same type of disability may also use different methods of communication and require different types of communication support. For example, one person who is deaf may use sign language while another deaf person may rely on lipreading. 

The means by which people with disabilities communicate include:

· Spoken Language
Many people with disabilities use spoken language in the same way as everyone else.

· Sign language
There are between 3,000 and 4,000 British Sign Language (BSL) users in Northern Ireland as well as around 1,000 users of Irish Sign Language (ISL). Sign Language users include deaf people and deafblind people. 

British Sign Language and Irish Sign Language are distinct from each other. Less than 20% of the signs used in BSL and ISL are the same.
 British Sign Language and Irish Sign Language were officially recognised as minority languages in Northern Ireland in March 2004.

Some people who are deafblind may use tactile or ‘hands on’ signing by placing their hands over the hands of the signer, so that they can feel the signs being used.

· Lipreading
Lipreading is used by many people who are deaf or hard of hearing to enhance communication. Lipreading involves reading facial expressions, lip movements, gestures and body language to understand what is being said. 

· Written language
Some people with disabilities will prefer to use pen and paper to communicate.

· Pictures/Symbols
There are a number of different symbol systems available which can be used by people with a learning disability or people with autism. Symbols can be used to represent vocabulary or objects. 

· Makaton
Makaton is a communication system that uses a combination of spoken words, sign language vocabulary (originally adapted from BSL), and graphic symbols. Makaton is predominantly used by people with a learning disability.

· Assistive Technology
Assistive Technology incorporates a range of equipment, resources and services which promotes the participation and inclusion of people with disabilities in society. Examples include textphones, loop systems, low vision aids and manual or electronic communication boards.
· Voice Output Communication Aids (VOCA)
A VOCA is a device that ‘speaks’ one or more messages when a button is selected. VOCAs are sometimes referred to as ‘Talkers' or high tech communication aids.

9.5
Types of Communication Support

Communication supports that may be necessary for effective communication include:

· British or Irish Sign Language Interpreter

· Deafblind interpreter

· Lipspeaker

· Notetaker

· Speech-to-text transcription

· Loop system

· Advocate

· Other Communication Support Worker

· Request to bring along a family member, friend or carer

These supports can be requested from organisations such as RNID, RNIB and Mencap.
9.6
Promoting Effective Communication

1.
Accessible Communication Policy

Develop an accessible communication policy to ensure that:

· Staff are aware of the range of communication supports that are available;
· Staff are aware of procedures for accessing and booking communication support, both in the case of a pre-arranged meeting and in the event of an emergency;
· Staff are aware of how to use assistive technology to enhance communication.
2.
Mainstream Accessible Communication Issues
Include policies and procedures about sign language interpreters into all guidance relating to interpreters for minority ethnic groups.
Mainstream issues relating to accessible communication into general communication plans.
3.
Assistive Technology
If you have assistive technology such as loop systems, textphones, or low vision aids, ensure that people are aware of their availability.
Make listening devices available and install loop systems at reception counters and other appropriate areas. Display the ‘T’ sign so that people know this is available.
Test and service assistive technology on a regular basis to ensure they are fully operational.
Ensure that staff are aware of the different types of assistive technology available and know how to use them.
Before a meeting, appointment or hospital stay

4.
Ask
Do not assume that someone will require a particular form of communication support. Always ask the individual in advance what their preferred method of communication is and if they will require communication support.
5.
Record information
With the person’s permission, record details of any communication support requirements in the person’s file and electronic database so that necessary arrangements can be put in place for future meetings or appointments.
6.
Visual Displays
Use a visual alerting system as well as verbal announcements in waiting rooms so people who are deaf or hard of hearing know when it is their turn.
7.
Longer Appointments
Book a double appointment slot, particularly at initial meetings, to allow adequate time for effective communication.
8.
Awareness
Ensure that all staff members who will be involved in the person’s care are aware of any communication support requirements prior to the meeting, appointment or hospital stay. This should include reception staff, GPs, doctors, nursing staff and assistants, and night staff as appropriate. 
Booking Communication Support

9.
Standards
Use professionally trained support workers and registered British and Irish Sign Language interpreters.
Friends or family members should not be used as interpreters or communication support workers unless the individual requests this. Staff should always bear in mind that any friends or family interpreting for sign language users and who are not interpreters may not have the appropriate vocabulary in specialised areas. As individuals may not wish friends or family members to know about personal issues that are being discussed, inappropriate dependence on family and friends may even lead to a breach of confidentiality.
10.
Booking
Book interpreters and communication support workers as far ahead as possible as availability is low and bookings at short notice may not be possible.
When booking communication support, be clear about how long the meeting or appointment will last as more than one communication support worker or interpreter may be required.
During a meeting, appointment or hospital stay

11.
Time
Maintain eye contact, be patient and take the time to communicate properly.
Speak clearly and at a normal pace. Do not shout or speak very slowly unless the individual requests this, as this can distort lip patterns for people who may lipread.
Allow time for the person to express their concerns in a way they feel comfortable without unnecessary interruptions. 

12.
Understanding
Check for understanding. Ensure that the individual understands what has been discussed, particularly in relation to any treatment or procedures, medication and potential side-effects.

Write things down on paper for the person to read in their own time or take away if necessary.
13.
Remove masks
Be aware that surgical masks can restrict communication. Remove surgical masks before talking to an individual.
14.
Communication Aids
Ensure that the person has easy access to daily communication aids such as hearing aids or VOCAs if these have been removed or placed elsewhere during any treatment or procedure.
15.
Respect

Always maintain eye contact with, and speak directly to, the 

individual and not to the interpreter or communication support 
worker.

16.  
Confidentiality
Ensure that all communication support workers are aware of your confidentiality policy.
17.
Review
At the end of the meeting or appointment, ask the individual if there is there anything that could be improved upon. 
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10.1
What is Consultation?

“Consultation enables an assessment to be made of the views of those who are affected by policy decisions or by the design of services. It can help authorities to become aware of issues and problems which policies may pose for various groups and which the organisation might not otherwise discover. Consultation provides an important means of enabling those who may be adversely affected by public policy to participate in the process of decision making.”

A rights-based approach to health and social care emphasises the role of inclusive and democratic decision-making processes in developing a participative ethos. Consultation is an integral part of the decision making process and a powerful tool for improving the quality and efficiency of services. 
 

Consultation is about asking people who may be affected by a particular issue, policy decision or service about their views and opinions to ensure that everyone has the opportunity to effectively access the proposed service or programme.  

The information in this section should be used in conjunction with Equality Commission for Northern Ireland publication ‘Guide to Statutory Duties’.
10.2
Why is Consultation important?

Section 75 of the Northern Ireland Act (1998) obliges health and social care organisations to consult with a range of equality groups, including people with disabilities. 

Effective and meaningful consultation with people with disabilities demonstrates respect for people’s views and opinions, and signifies an understanding that there can be ‘nothing about us without us’. 
Like other people, people with disabilities are entitled to give and receive information about health and social care issues and to participate in decision and policy making processes at local, national and international levels. 
 

Identifying the views and experiences of people with disabilities will lead to policies and services that best meet the needs, and protect the rights, of people with disabilities.

10.3
Effective Consultation is about:

· Shared understanding, listening and commitment; 

· Recognising and respecting people with disabilities as key stakeholders;
· Gaining feedback and ensuring that everyone has the opportunity to express their views and opinions about a given subject;
· Increasing awareness of individual needs and priorities;
· Developing a co-operative relationship with service users which can be maintained and developed;
· Identifying successes, shortcomings and potential solutions;
· Empowering people with disabilities to influence and actively engage in decision making processes.
10.4
Do I need to consult with people with disabilities?
You should plan all consultation exercises to include people with disabilities. This is because a policy or service may have a: 

· Direct Impact
Consultation about a policy decision or service that is specifically targeted at people with disabilities, such as learning disability services, should involve direct consultation with people with disabilities.

· Parallel Impact 
Consultation about a sexual health strategy or programme for example should include people with disabilities. This is because people with disabilities are sexual beings like everyone else.

· Indirect Impact 
Consultation about a proposed hospital closure which will impact on all members of the community should be an inclusive consultation process for everyone.
10.5
Promoting Effective Consultation
1.
Involve people with disabilities
Consult with people with disabilities in all areas and not just those policies or services that focus specifically on disability issues.

2.
Diversity

People with disabilities will have different needs and experiences. Monitor consultations to make sure they include people with a wide range of disabilities.

3.
Representation

Consult with people with disabilities who currently use services. 

It is also important to consult with people with disabilities who do not use particular services to find out why and how this can be addressed.

Carers who may access services on behalf of other people should be included in consultation exercises. Children and young people with a range of disabilities should also be consulted as appropriate. 

4.
Consultation Documents
Any written consultation documents should be available in accessible formats, including Easy Read, and this should be clearly referenced. 

Written documents should include an executive summary.

See section 8 on Information.

5.
Be Innovative
Move beyond dry ‘Question and Answer’ style documents or exercises. Some people with disabilities may feel more comfortable or be more likely to participate in internet discussion groups or focus groups than questionnaire style exercises. 

Use a variety of approaches such as thematic group work sessions, role plays, arts, videos and so on. 

6.
Ask
Some people with disabilities may require support from a personal assistant, advocate or interpreter to assist them to participate in the consultation process. Ask people with disabilities what support they will require so that you can plan in advance. 

See sections 8 on Information, 9 on Communication and 11 on Physical Accessibility.
7.
Accessibility

Check the suitability of the venue for all people with disabilities. For example, some people with physical disabilities may require level access to a building, a lift and/or accessible toilet facilities. 

Likewise people who use hearing aids may require a loop system whilst some people with visual impairments may require good lighting. 
See section 11 on Physical Accessibility.
8.
Transport

The limited availability of accessible transport may restrict some people with disabilities from attending consultation exercises. Ensure that people with disabilities have access to accessible transport. 

Hold consultation exercises in locations close to the groups you are meeting or near public transport facilities. 

9.
Facilitators

Facilitators should have a good grasp of disability issues and should receive disability awareness and equality and human rights training. 

Ensure that facilitators are aware of any specific support requirements or adjustments that may be needed before the consultation exercise begins.

10.
Seating
Arrange seating so that all participants can see or hear each other. Some people with disabilities may prefer semi-circle seating. 

11.
Time

Some people with disabilities may lose concentration or find sessions tiring. Try to keep sessions short. 

Ensure appropriate breaks for those who are using communication support or support workers. 
Physical Accessibility
11.1
What do we mean by Physical Accessibility?
11.2
Why is Physical Accessibility Important?

11.3
Physical Accessibility is about…..

11.4
Promoting Physical Accessibility
11.1
What do we mean by Physical Accessibility?
The physical or built environment of community services, hospitals, GP surgeries, family planning clinics, dentists, day care centres and other health and social care facilities can make it difficult for people with disabilities to access the services they require. Making premises accessible for people with disabilities will make premises more accessible for everyone. 

A 2003 UK report indicated that 21% of people with disabilities found hospitals with an accident and emergency ward inaccessible. 

The report also illustrated the varying degrees of inaccessibility to public services which people experience depending on their disability. For example, whereas 12% of wheelchair users found doctors’ surgeries inaccessible or inadequate, almost 60% (5 times as many) of profoundly deaf people found them so.
Physical accessibility is not just about facilitating wheelchair access but about improving accessibility for people with a range of disabilities. It is also important to remember that people with disabilities will not necessarily be a ‘patient’ but may be visiting a friend or relative in hospital, or accessing a particular service on behalf of a close family member.

11.2
Why is Physical Accessibility important?

The Disability Discrimination Act (1995) makes it unlawful for people who provide goods, facilities or services to the public to discriminate against people with disabilities. Service providers must not treat people with disabilities less favourably than they would treat other people when they are providing a service or facility. 
Service providers also have a duty to make reasonable adjustments to enable people with disabilities to access their services. Reasonable adjustments may mean changing practices, policies or procedures if they make it impossible or unreasonably difficult for people with disabilities to access a service.
The physical environment can hinder access to health and social care from entry to premises in the first instance to negotiating corridors and waiting rooms, accessing basic facilities such as toilets and transferring from chair to bed or examination couch. An inaccessible physical environment may also constitute degrading treatment. 

Improving access to health and social care facilities for people with disabilities can significantly improve health outcomes for people with disabilities by supporting the delivery of more effective, better quality, ‘person-centred’ health care.
  


Physical accessibility encompasses:

· Car parking and transport

· Approaching, entering and exiting buildings

· Signage

· Reception and waiting areas

· Consulting rooms, examination and treatment areas

· Accessible toilets

· Emergency evacuation procedures

The key pieces of legislation which relate to access to the built environment for people with disabilities are:

·  Part R of Building Regulations (NI) 2006
· BS 8300:(2001) (Amendment no. 1 and Corrigendum no. 1) ‘Design of buildings and their approaches to meet the needs of disabled people - Code of Practice’, published by The Stationary Office
· BS 5588:(1999) ‘Means of Escape for Disabled People - Code of Practice’ published by The Stationary Office
· Disability Discrimination Act (1995) Code of Practice - Rights of Access, Goods, Facilities, Services and Premises, published by Equality Commission for Northern Ireland

11.3
Physical accessibility is about: 
· The right of people with disabilities to access the full range of health and social care programmes, facilities and services on an equal basis as people without disabilities;
· The right of people with disabilities not to be discriminated against or treated less favourably;
· The right of people with disabilities not to be subject to degrading or inhuman treatment that may result from inaccessibility;
· Making premises welcome and attractive to everyone;
· Empowering people with disabilities to access services independently and safely;
· Enabling people with disabilities to access services in their local area;
· Empowering people with disabilities to make healthy life choices by facilitating access to appropriate services and facilities;
· Recognising that buildings, and the spaces separating or linking buildings have conventionally been designed, constructed and used in ways that reflect the needs of people without disabilities.
11.4
Promoting Physical Accessibility

The guidelines below must be read in conjunction with the Disability Discrimination Act and Technical Booklet R of the Building Regulations (NI) 2006.
1
Involve people with disabilities

Enable people with disabilities to influence planning, design and operation of the internal and external built environment through meaningful consultation

2
Transport, cars and parking
Ensure that accessible car parking spaces are:

· Close to appropriate entrances;

· Suitably sized;
· Situated on level ground with safe and easy access to the pavement;
· Clearly marked.
· It is essential that designated spaces are protected from misuse by people without disabilities or staff members. Ensure that there are procedures in place for the reporting of misuse and that reporting is encouraged.
· There should be ‘set down’ and ‘pick up’ points near the entrance to the building which can be used by people with disabilities who do not have access to a car or public transport.
· Access to barrier controlled parking areas which have intercoms should be made accessible to people with sensory disabilities.
3
Approaching, entering and moving around buildings

Ensure that:
· All entrances and exits are clearly signposted and that signage meets accessibility guidelines;
· Entrances, pathways and corridors are kept clear of obstacles such as bins, plants and bollards. In autumn and winter external routes should be kept free of fallen leaves, frost, snow and ice;
· Ramps and handrails are in place with sufficient turning space for wheelchair users;
· Resting places are provided;
· Doorways are wide enough to accommodate wheelchair users and/or a person with a guide dog or assistant. Door handles should be at a suitable height for wheelchair users;
· Tactile surfaces are used to highlight any steps, stairways or changes in level;

· Colour and contrast is used to distinguish seating, floors, doorways and walls;
· Good lighting with minimal glare is in place to highlight doorways, entrances, pathways and signage;
· Intercoms or entry phones are accessible to people with sensory, mental health and physical disabilities and are at a suitable height. 

4
Reception and waiting areas
Ensure that:
· Reception and waiting areas, and corridors are kept free of obstacles and clutter;
· Resting places are provided in corridors and at counters;
· Quiet areas are available for people with mental health disabilities who may find waiting or public areas stressful;
· Chairs in reception and waiting areas are available in various sizes and height, with and without armrests;
· Seating is arranged to face staff at counters or desks so that people can see when announcements are being made;
· Reception and waiting areas are accessible for wheelchair users;
· Good lighting is in place with minimal glare;
· Counters are free from back lighting as this can make it difficult for people to lipread;
· Colour and contrast is used to distinguish seating, floors, doorways and walls;
· Heavily patterned designs are avoided as these can be distressing to people with a visual impairment, epilepsy or dementia, as well as people who are deaf or hard of hearing and who communicate by lipreading or sign language;
· Visible and/or audible announcements are inclusive of people with visual or hearing impairments and people who are deafblind. Visual display boards may be helpful for people who are deaf or hard of hearing;
· Induction loop systems are installed at counters and in public areas and clearly marked;
· Reception counters are accessible and of a suitable height. 

5
Consulting rooms and Treatment areas

Ensure that:

· Consulting rooms and treatment areas are easily accessed and well signposted in an accessible manner;
· Individuals are assisted to and from consultation rooms and treatment areas if required;
· Examination tables are adjustable, and medical equipment is suited to the needs of people with a range of disabilities;
· Changing cubicles/areas are accessible;
· Rooms are able to accommodate wheelchair users;
· Good lighting with minimal glare is in place and that there is no backlighting behind desks;
· Portable or induction loop systems are available to assist with communication;
· Colour and contrast is used to distinguish seating, floors and walls

6.
Ward Areas

Ensure that:

· Personal aids and equipment such as spectacles, hearing aids, walking aids and wheelchairs are kept in a visible place that is easily accessible to the person with a disability and not tidied away in a drawer or locker without the person’s knowledge or agreement;
· Induction loop systems are in place to enable hearing aid users access to the same TV and video facilities as other patients;
· TV subtitles are available;
· Portable textphones are available in the same way that portable public telephones are available;
· Public telephones are fitted with a volume control and inductive coupler for deaf and hard of hearing people;
· Support is available for people with disabilities who may need assistance in orienting themselves. For example, a blind person will need to know the layout of the ward and ward facilities;
· All staff including auxiliaries and cleaning staff are aware of patient needs so that they do not inadvertently create obstacles;
· Ventilation, lighting and alarm controls and other bedside switches are easily identifiable, reachable and usable;
· Private rooms are available if required;
· Visual privacy is possible using screens or curtains;
· Bed heights can be adjusted;
· Accessible bathroom and toilet facilities are within convenient distance;

· Heavily patterned screens or curtains are avoided.
7.
Lifts 

· Lifts should have Braille keypads, visible and audible warnings of floor levels and doors closing and opening. 

· There should be sufficient unobstructed space immediately outside the lift for wheelchair users to wait and manoeuvre.
· Lift doors should open wide enough for wheelchair users.
· Lift cars should be of sufficient dimensions to allow space for wheelchair users.
· Colour and contrast should be used to distinguish between the walls and lift doors, and lift and floors outside the lift door area.
· Handrails and a fold-down seat will be useful as a means of support for some people with physical disabilities.
· Lift locations should be clearly marked using accessible signage.
· Assistance should be available for people with mental health disabilities who may find using lifts stressful.
8.
Signage

It is important that clear signposting is in place to enable people to find their way around as independently as possible. 
You should ensure that signs are:

· Clear, simple and short;
· Easy to read and in large font size using a clear font such as Arial;
· Clearly visible, well lit with non reflective surfaces and free of glare from lighting or windows;
· Have good colour contrast;
· Tactile or Braille to assist people with visual impairments;
· Easily identified and clear from obstruction;

· Consistent in colour, style and size throughout the building;
· Located at a comfortable height for wheelchair users.
· Pictorial symbols can also be helpful for people with learning disabilities.
· Floor plans and maps should be available at entrances in alternative formats for people to take away, and which point out the location of accessible lifts, toilets and stairways.
9.
Accessible Toilets

· Toilet facilities should be accessible for people with a range of disabilities including wheelchair users.
· It is important that:

· Accessible toilet facilities are clearly signed and free from obstructions;
· Facilities are not used for storage;
· Toilet areas have slip-resistant floors;

· Colour and contrast is used to distinguish between flooring, walls, doors and toilet facilities such as toilet seats, handrails and soap dispensers;
· An alarm is installed in case of emergency. This should take the form of an emergency pull-cord which can be easily reached from the toilet, basin or floor. The cord should be easily distinguishable from any lighting cords;
· Procedures are in place so that staff know who should respond to calls for assistance;
· Unisex accessible toilets are provided as individuals may be accompanied by a family member, spouse or friend of the opposite sex.
Changing places toilets

Carers of people with profound and multiple learning disabilities are campaigning for changing places toilets to be installed in places such as hospitals, as standard accessible toilets are not suitable for their needs.
Changing place toilets have:
· The right equipment, including a height-adjustable changing bench and a hoist 

· Enough changing space for the disabled person and up to 2 carers

· A centrally placed toilet with room either side for carers

· A screen or curtain to give the disabled person and carer some privacy

· Wide tear off paper to cover the bench

· Large waste bins for pads

· Non-slip floor

10.
Emergency Evacuation Procedures

· Emergency exits should be checked regularly to ensure that they are free from obstruction.
· Fire alarms should have both audible and visible alarms. A vibrating pager may be useful for people who are deaf or hard of hearing or deafblind. These should also be tested regularly.
· Arrangements should be in place to ensure safe evacuation of people with a range of disabilities. It is vital that emergency evacuation procedures for people with disabilities are clearly communicated to staff.
· Fire evacuation signs should be clearly identifiable and include pictorial symbols.
· Fire exits that are accessible for wheelchair users should be clearly identifiable.
11.
Public Telephone and Email Facilities

Ensure that:

· Pay-phones are fitted with an induction loop, amplifier and volume control for hearing aids users;
· Textphone facilities are available for people who are profoundly deaf or who have a communication disability;
· Telephones are located at an appropriate height for wheelchair users and in an accessible area free from obstructions;
· Seating is available beside telephone facilities;
· Internet and email facilities are accessible for people with visual impairments and at a suitable height for wheelchair users.
12.
Catering and Refreshment Areas

People with disabilities should have access to the full range of catering and refreshment services available. 

Ensure that:

· Self service counters are accessible to wheelchair users;
· Accessible seating is provided;

· Where seating is fixed, that some seating is easily movable;
· Routes between tables are free from obstructions;
· Good lighting is available with minimal glare;
· Floors, walls, and surfaces are free from confusing patterns;
· Colour contrast is used to distinguish between floors, doorways and walls.
Resources
Appendix A

Disability and Human Rights
Impact Assessment Tool

The Disability and Human Rights Impact Assessment Tool which 
follows will enable you to examine how ‘rights-based’ your 
policies are towards people with disabilities.  


You should answer each question in turn. In doing so, you 
should also consider alternative policies or measures which 
might mitigate any adverse impact.
1.
Availability

1(a)
Is the treatment, service, facility or programme that is stipulated 
in the policy fully available to, and inclusive of, people with 
disabilities?


Yes

Evidence


No

Reasons 

why 

1(b)
If you answered no to this question, what measure(s) can you take to 
mitigate adverse impact on people with disabilities?


2.
Accessibility
What is the impact of the policy on the accessibility of the service, facility or programme?

2(a)
Is the specified service, facility or programme accessible, both in 
principle and in fact, to everyone including people with disabilities? 



Yes




No


If yes, how does the policy achieve this?


2(b)
Does the policy consider the geographical accessibility of the service, 
facility or programme for people with disabilities?


(Note: some people with disabilities may not be able to access 
suitable transport, access services in rural areas or may not be able 
to travel long distances)



Yes









No


If yes, how does the policy achieve this?

2(c)
Does the policy consider the physical accessibility of the buildings in 
which the service, facility or programme will be located or the 
treatment carried out?




Yes









No


If yes, how does the policy achieve this?

2(d)
Does the policy consider the physical accessibility of the equipment 
or materials to be used within the treatment, service, facility or 
programme?




Yes









No


If yes, how does the policy achieve this?


2(e)
Does the policy consider the potential communication requirements 
of:

People who are deaf or hard of hearing


People who are deafblind


People with sight loss


People with learning disabilities



People with hidden disabilities



People with physical disabilities

2(f)
Are people with disabilities able to seek freely, and to receive and 
impart information and ideas relating to the policy area? (For 
example, do people with disabilities have access to sexual and 
reproductive health education and information in an unbiased 
manner?) 



Yes










No

2(g)
Is information about the treatment, service, facility or programme 
specified available in alternative formats?




Yes










No






If yes, which alternative formats are specified? 


2(h)
Is accessible information available on the benefits and disadvantages 
of the treatment, service, facility or programme?




Yes










No

2(i)
Is accessible information available on alternative treatments, 
services, facilities or programmes?



Yes








No

2(j)
Are advocacy services available? 




Yes




No


If yes, please provide details


2(k)
Are independent advocacy services available? 



Yes




No


If yes, please provide details

2(l)
If you answered no to any of these questions, what measure(s) can 
be taken to mitigate adverse impact on people with disabilities? 

3.
Acceptability

3(a)
Does the policy have a human rights value base?



Yes




No


If yes, what values are specified?


3(b)
Is the policy sensitive to the needs and perspectives of people with 
disabilities, including children and young people with disabilities?




Yes










No

If yes, how does the policy achieve this?


3(c) 
Does the policy ensure that people with disabilities will be treated with 
dignity and respect?




Yes




No


If yes, how does the policy achieve this?

3(d)
Does the policy recognise the importance of obtaining free and 
informed consent from people with disabilities?




Yes










No

3(e)
Does the policy recognise people with disabilities as independent 
persons?




Yes









No



3(f)
Does the policy recognise people with disabilities as people of equal 
worth and value as other people?




Yes










No

3(g)
Does the policy enable and empower people with disabilities to make 
their own choices about whether to avail of the treatment, service
or facility?




Yes










No


If yes, how does the policy achieve this?


3(h)
Does the policy include effective measures to ensure influence and 
participation by people with disabilities?




Yes









No


If yes, how does the policy achieve this?


3(i)
Does the policy include effective measures to ensure consultation 
with and participation by children and young people with disabilities?




Yes









No


If yes, how does the policy achieve this?


3(j)
Does the policy contain safeguards to ensure that people with 
disabilities are protected from inhuman or degrading treatment?




Yes




No


If yes, how does the policy achieve this?


3(k)
If you answered no to any of these questions, what measure(s) can 
be taken to mitigate adverse impact on people with disabilities? 

4.
Quality

4(a)
Does the policy ensure that the specified service, facility or 
programme is appropriate for people with disabilities, including 
children and young people with disabilities, and is of the highest 
quality possible?




Yes




No


If yes, how does the policy demonstrate this?

4(b)
Does the policy consider the disability awareness, equality and 
human rights training needs of health and social care staff?




Yes




No


If yes, what training is available to staff in each of these three areas? 
Is this training compulsory?


4(c)
 Are monitoring activities inclusive of people with disabilities?




Yes




No


If yes, how does the policy achieve this?

4(d)
Is data relating to the policy area consistently disaggregated on the 
grounds of disability?




Yes




No


If yes, how does the policy achieve this?

4(e)
Are complaint systems effective, inclusive and fully accessible for 
people with disabilities? 




Yes




No


If yes, how does the policy achieve this?

4(f)
Is accessible information on complaints procedures available in a 
range of formats for people with disabilities? 




Yes




No

If yes, how does the policy achieve this?

4(g)
If you answered no to any of these questions, what measure(s) can 
be taken to mitigate adverse impact on people with disabilities? 

List the key mitigating measures which you have identified in this exercise. Under each heading outline the next steps you can take. 
Example
	Measure 1 - Enhance disability and human rights awareness of staff


	Next Steps 

Develop disability and human rights training strategy for all staff




	Measure 2



	Next Steps 




	Measure 3



	Next Steps 




	Measure 4



	Next Steps 




	Measure 5 



	Next Steps 




	Measure 6 



	Next Steps 




Appendix B

Providing Quality Services to People with Disabilities in Health and Social Care Settings
A Rights-based Template Policy
Introduction

1.1
The right of everyone to the enjoyment of the highest attainable standard of physical and mental health is a fundamental human right. [Organisation] is committed to adopting this ethos by ensuring that the human rights of all individuals, including people with disabilities, are respected, valued, protected and promoted. 

1.2
The purpose of this policy is to ensure that people with disabilities have effective access to health and social care across [Organisation] without discrimination, and that the human rights of people with disabilities are afforded consideration and protection.

Rationale

2.1
[Organisation] takes its legislative obligations and responsibilities very seriously.

2.2
Under Section 75 of the 1998 Northern Ireland Act, [Organisation] has a statutory duty to have due regard for the need to promote equality of opportunity between persons with a disability and persons without. In addition the 1995 Disability Discrimination Act seeks to ensure that people with disabilities are not discriminated against in access to goods, facilities and services. 

2.3
From 1 January 2007, section 49A of the Disability Discrimination Act, as amended by the Disability Discrimination (Northern Ireland) Order 2006, requires the health and social care sector to have due regard to the need to promote positive attitudes towards people with disabilities and to encourage participation by people with disabilities in public life. 

2.4
The Human Rights Act 1998 makes it unlawful for the health and social care sector to act in a way that is contrary to the rights and freedoms set out in the European Convention on the Protection of Human Rights and Fundamental Freedoms (the Convention). Health and social care providers are therefore required to promote a human rights culture.

Values and Principles

3.1
People with disabilities are not a homogenous grouping. [Organisation] recognises that people with disabilities may have very different experiences resulting from the complex interaction between disability and other characteristics such as age, gender, sexual orientation, martial status, culture and ethnic identity. 
3.2
[Organisation] will endeavour to remove barriers to health and social care and ensure that such services are inclusive, empowering and respectful of all people with disabilities irrespective of background or culture. [Organisation] will liaise with the Regional Health Authority, DHSS & PS, disability organisations and people with disabilities to promote best practice in this area.

3.3
People with disabilities may experience different barriers to health and social care depending on the nature and extent of disability. Staff should be aware of the diverse impact of multiple disabilities, learning disabilities, hidden disabilities, physical disabilities, sensory disabilities, mental health disabilities, and progressive disabilities. 

3.4
To ensure equal access to services, enquiry, appointment and referral systems will have full regard to the needs of people with disabilities.
3.5
People with disabilities have a right to information produced in a range of in accessible formats (including EasyRead, Makaton, Braille, audiotape, large print, British and Irish Sign Language and in the form of accessible web material) and to know that these exist. 

3.6
People with disabilities must have access to appropriate methods of communication such as British and Irish Sign Language, and staff must be aware of the procedures for accessing qualified sign language interpreters and communication support workers. 

3.7
[Organisation] values the contribution and active participation of people with disabilities in the design, planning, delivery, monitoring and evaluation of services. 
3.8
People with disabilities, their families and carers must be fully involved in all decisions affecting their life and be able to effectively access the information and communication methods necessary to facilitate informed consent.

3.9
[Organisation] recognises the importance of advocacy in ensuring that people with disabilities are supported and enabled to express and have their views heard. People with disabilities should have access to independent advocacy services that are timely, appropriate and effective, and which take account of preferences, diversity and specific needs. 
3.10
Complaints procedures will be flexible, effective and accessible to enable people with disabilities to exercise their rights.  

3.11
All services and premises must be physically accessible, including wards, treatment rooms, bathroom, canteen and other communal facilities, transport and parking facilities, waiting areas, lighting and signage.  

3.12
All staff will/should undertake mandatory disability, equality and human rights awareness training at least [timescale]. 

Appendix C
Northern Ireland Links

Northern Ireland Human Rights Commission
www.nihrc.org/index
The Office of the First Minister and deputy First Minister

(OFMDFM) Human Rights Unit
www.ofmdfmni.gov.uk/index/equality/human-rights.htm
Equality Commission for Northern Ireland

www.equalityni.org
Bill of Rights for Northern Ireland

www.billofrightsni.org
The Committee on the Administration of Justice

www.caj.org.uk 
Disability Organisations in Northern Ireland

Disability Action

http://www.disabilityaction.org
Mencap

http://www.mencap.org.uk
Royal National Institute for Blind People (RNIB)
http://www.rnib.org.uk
Royal National Institute for Deaf People (RNID

http://www.rnid.org.uk
Northern Ireland Union of Supported Employment

http://www.niuse.org.uk
Deaf Association of Northern Ireland

http://www.signcommunity.org.uk
Steer Mental Health
http://www.steermentalhealth.org
Rethink
http://www.rethink.org
North West Forum for People with Disabilities

http://www.forumofpeoplewithdisabilities.org
The British Dyslexia Association

http://www.bda-dyslexia.org.uk
Autism Northern Ireland (PAPA)
http://www.autismni.org
Orchardville Society

http://orchardvillesociety.com
Sense

http://www.sense.org.uk
Cedar Foundation

http://www.cedar-foundation.org

ASBAH (Association for Spina Bifida and Hydrocephalus)
http://www.asbah.org
MS Society Northern Ireland

http://www.mssocietyni.co.uk
Action Mental Health

http://www.actionmentalhealth.org.uk
Alzheimer’s Society Northern Ireland

http://www.alzheimers.org.uk/ni

Circles Network

http://www.circlesnetwork.org.uk
United Kingdom links 

The Equality and Human Rights Commission

www.cehr.org.uk/

Directgov
www.direct.gov.uk/en/RightsAndResponsibilities/Citizensandgovernment/DG_4002951
Your Rights  

www.yourrights.org.uk
British Institute of Human Rights 

www.bihr.org 
Ministry of Justice

www.justice.gov.uk/whatwedo/humanrights.htm
Joint Committee on Human Rights (Uk Parliament)

www.parliament.uk/parliamentary_committees/joint_committee_on_human_rights.cfm
Centre for the Study of Human Rights, LSE

http://www.lse.ac.uk/Depts/human-rights/ 

Human Rights Unit, Department of Constitutional Affairs

http://www.dca.gov.uk/hract/dcahumanrights.htm
Europe (EU)

Council of Europe 
http://www.coe.int/T/E/Human_rights/

European Court of Human Rights

www.echr.coe.int/echr

The Office of the High Commissioner for Human Rights(OHCHR)

http://www.ohchr.org/english/
The European Disability Forum (EDF)
http://www.edf-feph.org/
EU Campaign for Diversity against Discrimination

http://www.stop-discrimination.info/
Disabled People’s International

http://v1.dpi.org/lang-en/
The National Human Rights Institutions Forum

http://www.nhri.net/ 
Europa – Gateway to the European Union
http://europa.eu/pol/rights/index_en.htm
United Nations (UN)

United Nations Agreements on Human Rights
http://www.hrweb.org/legal/undocs.html 

UN and Disability

http://www.un.org/esa/socdev/enable/
Office of the United Nations High Commissioner for Human Rights – disability issues
http://www.ohchr.org/english/issues/disability/intro.htm
UN Convention on Rights of People with Disabilities Campaign Website

www.conventionyes.org/content.cfm?id=5F5A&memberMenuid=0
Committee on Economic, Social and Cultural Rights: General Comment No 14 (2000) The right to the highest attainable standard of health, Article 12 of the International Covenant on Economic, Social and Political Rights.

http://www.unhchr.ch/tbs/doc.nsf/(symbol)/E.C.12.2000.4.En
Committee on Economic, Social and Cultural Rights: General Comment No 5 (1994) Persons with Disabilities.

http://www.unhchr.ch/tbs/doc.nsf/0/4b0c449a9ab4ff72c12563ed0054f17d
Health

Department of Health, Social Services and Public Safety

http://www.dhsspsni.gov.uk/
Department of Health

http://www.dh.gov.uk/en/Home
Regulation and Quality Improvement Authority

www.rqia.org.uk 

Physicians for Human Rights

http://physiciansforhumanrights.org/ 
Register for Future Updates
The Centre on Human Rights for Disabled People will be producing regular updates to be included as part of this toolkit. To register for updates, please complete the form below and return to: 

Centre on Human Rights for Disabled People

Disability Action

Portside Business Park

189 Airport Road West

Belfast

Northern Ireland

BT3 9ED

Telephone: 028 9029 7880

Textphone: 028 9029 7878

Fax: 028 9029 7881

Email: humanrights@disabilityaction.org
----------------------------------------------------------------------------------------------------
I would like to receive toolkit updates

Name
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