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Disability Competencies for Health and Disability Advocates*
*Based on the disability resource developed for HDC staff 
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1. Introduction
The purpose of these competencies is to provide advocates with guidance on communicating effectively with people who have impairments, and assisting them in ways that recognises and maximises their independence. 

An overview of the social model of disability is provided along with the appropriate use of language associated with disability

“Disability is in society, not in me.”

“I have the right to dignity, to develop my potential,

to use my qualities and skills.”

Comment by a person with an impairment
An important phrase in the area of disability services is “People First”. We are dealing with people, not disabilities; individuals, not disability groups.

Disabled people are inviting you into their life: you have no right to take such entry for granted. Where possible, let that person tell their own story, in their own way, to the extent they wish. A visible disability does not give you an entrée into an individual’s life. Conversely, be sensitive to “invisible” disabilities and pick up on signals people send you regarding issues they may have.

Respecting people is a positive, active way of living in our diverse community. As the following extract from the New Zealand Disability Strategy shows, thoughtlessness and inaction can have negative effects on those around us.

We live in a disabling society. The New Zealand Disability Strategy presents a plan for changing this.

Disability is not something individuals have. What individuals have are impairments. They may be physical, sensory, neurological, psychiatric, intellectual or other impairments.

Disability is the process which happens when one group of people creates barriers by designing a world only for their way of living, taking no account of the impairments other people have. Our society is built in a way that assumes that we can all move quickly from one side of the road to the other; that we can all see signs, read directions, hear announcements, reach buttons, have the strength to open heavy doors and have stable moods and perceptions.

Although New Zealand has standards for accessibility, schools, workplaces, supermarkets, banks, movie theatres, marae, churches and houses are, in the main, designed and built by non-disabled people for non-disabled users. This is our history of disability in New Zealand.

Disability relates to the interaction between the person with the impairment and the environment. It has a lot to do with discrimination, and has a lot in common with other attitudes and behaviours such as racism and sexism that are not acceptable in our society. 

People and groups of people should not be judged by one particular aspect of their lives — whether it’s their race, gender, age or impairment. Individual beliefs and assumptions, as well as the practices of institutions, mean that many disabled people are not able to access things that many non-disabled people take for granted.

The desire to break down the barriers that cause disability is also closely linked to ideas about the human rights of people with impairments. Without human rights we cannot live as full human beings. 

New Zealand Disability Strategy
This resource identifies some of the common ways we can unconsciously be making life harder or less pleasurable for disabled people — and then gives us the understanding and tools to change the behaviour so this doesn’t happen.
2. Models of Disability

The journey from institutionalisation and isolation to integration and community participation of disabled people in New Zealand has been a long one and is marked with a significant paradigm shift. This shift in perception about disability and disabled people can be explained using the models of disability. There are two broad models of disability, the medical model and the social model.  
2.1 Medical Model
The medical model is the old/ traditional model that ruled our understanding of disability for a long time. According to this model, disability is an individual’s problem. It assumes that the fault lies with the person and therefore it is the person’s or his/ her family member’s responsibility to do something about it. This model adopted a view that disabled people (‘mentally retarded’ or ‘crippled’, as they were called earlier) were incapable of making any contribution to the society and as such were institutionalized in remote areas of the community. Often their residence resembled hospitals and they had limited choices/ options in the activities of their daily living.
2.2 Social Model
The social model of disability takes the blame away from the person and makes it society’s problem. This model differentiates impairment (physical loss of one or more of the sensory organ/s) from disability (restrictions to person’s ability to perform everyday tasks due to infrastructural and attitudinal barriers created by the society); and argues that it is the society that makes impaired people disabled by designing the world that can be accessed only by non-impaired people. For example, John, a physically disabled person is good at various card and board games but he can’t go to his local social club as it has only stairs and no ramp or elevators. It is the stairs that have disabled John, preventing him from taking part in the activities of the club and not his physical impairment.   
People have impairments and get impaired… there is nothing much we can do about it; but we need to make sure that impairments don’t lead to disabilities and the impaired are not made to feel disabled and live as disabled.       
- Hemant Thakkar
2.3 Rights-Based Model

The signing of the UN Convention on the rights of persons with disabilities introduced a rights-based approach which is considered to be an advance on the social model. In this model it is assumed that people have the right to accessible facilities, tools and aids that enable them to participate in an inclusive way. The signing of the Convention in effect signals the government’s expectation that organisations and agencies, including its own departments, will adopt this approach.
3. Stereotypes
Before we look at how we can interact positively with disabled people, we need to be aware of common stereotypes and see how damaging they can be.

Stereotypes strip a person of their individuality and oversimplify qualities which may bear little relation to the truth. 

3.1 Categories of Stereotypes
Stereotyping pitfalls can be divided into the following three broad categories.

3.1.1 Physiological

It is important not to confine people within physical parameters. Portray disabled people positively by presenting them as individuals with a variety of qualities. The disability should not be hidden, ignored or deemed irrelevant; but nor should it be the focus of description unless disability is the focus of the discussion. For example, Stevie Wonder is a musician; the fact that he is “a blind musician” will be relevant only in a discussion of visual impairment or physical disability among, say, entertainers or musicians.
3.1.2 Emotional and moral

It is also easy to imbue people with emotional or moral qualities — whether positive or negative — based purely on an impairment they may have. Be careful not to imply that disabled people are to be feared, pitied or ignored, or, on the other hand, that they are more courageous, special or heroic than others. 
A disabled person should be allowed the same range of emotions and responses, good and bad, as any other person.

3.1.3 Comparative

The use of the word “normal” to refer to people without an impairment is restrictive and offensive, and should be avoided.
3.2 Common myths / stereotypes to avoid:
· Disability is a monumental tragedy.
· Disabled people are objects of pity and charity.
· Disabled people who do things like get married and have children are extraordinary.
· Disabled people lead boring, uneventful lives.
· Families, particularly partners of disabled people, are exceptionally heroic or special.
· Disabled people are asexual.
· Disabled people do not have the same emotional needs or desires as other people.

· Disabled people are shameful or embarrassing.

· Disabled People who excel are superheroes rather than successful sportspeople, students, etc.
4. Using the Right Language

4.1 General guidelines in the use of language:
These are general guidelines that need to be used in conjunction with the particular circumstances.  
It is important that you interact with disabled people in the context of their individual circumstances. 
· Focus on the person’s individuality when interacting with a disabled person, rather than his or her disability.
· Refer to a person’s disability only if it is essential to the conversation, if they raise the topic, or indicate they want to discuss it.

· Avoid using words which imply pity for disabled people, such as “suffering from”, “victim of”, “unfortunate”, “afflicted with”.
· Emphasise abilities, not disabilities. Say “uses a wheelchair” rather than “cannot walk” or “confined to a wheelchair” — a wheelchair provides new opportunities, it does not confine.
· Use the term “non-disabled” when describing a person without disabilities. “Able-bodied” is less appropriate because it implies that all disabled people have physical disabilities. “Normal” is not an appropriate alternative.
· Do not refer to disabled people as patients, unless they are receiving medical treatment. Most disabled people are not sick.
· Do not perpetuate negative stereotypes by implying that disabled people are helpless. Avoid terms such as “invalid” or “crippled”.
· Avoid patronising stereotypes that imply disabled people are courageous in the face of adversity, patient, endowed with special gifts as compensation for their disability, or childlike.
· Do not ridicule someone because of a disability — this is oppressive behaviour and should not be tolerated. An attitude which is patronising or shows fake enthusiasm is also demeaning.
4.2 Words to watch

Words can be powerful weapons. Take care with the language you use when talking with or about disabled people. The following list may be of help.

	Words to watch
	Alternatives

	Abnormal, subnormal

Negative terms that imply failure to reach normality.

	Specify the impairment or condition [e.g. Cerebral Palsy]

	Afflicted with

Most disabled people do not see themselves as afflicted.
	Has [physical impairment]
or

Is [physically disabled]

	Birth defect, congenital defect, deformity
	Is experiencing a disability since birth, has a congenital disability

	Confined to a wheelchair, wheelchair-bound

A wheelchair provides mobility, not restriction.
	Uses a wheelchair

	Cripple, crippled

These terms convey a negative image of a twisted, ugly body.
	Has a physical or mobility impairment

	Deaf (the)
	The word Deaf spelt with a capital D denotes a culture and a community. This description of deafness is most commonly applied to those who are deaf at birth or in very early childhood. The use of sign language is the principal characteristic of people who identify with this culture and community.

With a small d, deaf refers simply to hearing loss (eg, “deaf children” means children with impaired hearing who may not yet have had contact with the Deaf community). The medical view is based on a condition of a lack of hearing in the range of sound common to most people. Words such as “profound/ severe/ moderate hearing loss” are used to show how much a person's hearing differs from the general range.
Terms such as hearing impaired can be used to describe people who have hearing loss but who do not choose to be part of the Deaf community.

	Deaf and dumb, Deaf and mute

Inability to hear and speak. The implication of intellectual disability makes this term offensive.
	Hearing impaired

Lack of speech usually results from impaired hearing. Many Deaf people choose not to use their voice but are not actually “mute”.

	Defective, deformed

These are clearly degrading terms.
	[specify the impairment]

	Disabled organisation/ disabled parking/ disabled toilets

The organisation/ parking space/ toilet is not disabled.
	Disability organisation, Mobility parking,  Accessible toilet facilities

	Epileptic
	Person with epilepsy

	Fit, attack, spell
	Seizure

	Handicapped (the)
	Disabled person unless referring to an environmental or attitudinal barrier — in such cases person who is handicapped by a disability is appropriate.

	Insane, lunatic, maniac, mental patient, mentally diseased, neurotic, psycho, unsound mind, etc
Derogatory terms.
	Person with experience of mental illness or specify the condition.

	Invalid

The literal sense of the word is “not valid”.
	Disabled person

	Mentally retarded, defective, feeble-minded, imbecile, moron, retard
Offensive, inaccurate, outdated terms
	Intellectually disabled or

Person with an intellectual impairment

	Mongol

This term is outdated and derogatory.
	Down Syndrome (not Down’s)

	Patient

This means a person under medical care or treatment. It is appropriate to use this term only when referring to the relationship between an individual and health care provider.
	Individual/ person/consumer

	Physically/ intellectually/ vertically challenged, differently abled.

These are euphemisms for disability and can imply condescension or disrespect.
	Disabled person or someone with a specific impairment

	Spastic

This term usually refers to a person with cerebral palsy or who has uncontrollable spasms. It is derogatory, and is often used as a term of abuse. It should never be used as a noun.
	Disabled person or someone with a specific impairment

	Special

Over- and often inappropriately used (eg, “a special person”, “a special story”, “a special achievement”). 
	Describe the person, event or achievement as you would normally.

	Suffers from, sufferer, stricken with

Not all disabled people actually suffer. These terms should not be used indiscriminately. 
	Disabled person or someone with a specific impairment

	Vegetative

This descriptor is offensive and degrading.
	In a coma/ comatose/ unconscious

	Victim

Disabled people are not necessarily victims and prefer not to be perceived as such.
	Experiences a disability or impairment


5. Accessible Communication

a) General guidelines for communicating with disabled people:
· Face and speak directly to the disabled person rather than through the companion/ attendant/ sign language interpreter who may also be present.

· Never speak about the person as if they are invisible, cannot understand what is being said, or are unable to speak for themselves.

· Do not put disabled people on a pedestal or talk to them in patronising terms as if performing normal, everyday activities were exceptional.

· Always respect the person’s dignity, individuality and desire for independence. If help is required in a given situation, do not assist without asking first.

· Refer to disabled adults in the same way you would refer to any other adult. Do not refer to them by their first names where in similar circumstances with a non-disabled person you would use a title such as Mr, Ms or Dr.
Disabled people are the experts on their own needs and preferences. Therefore, if in doubt about how to behave or speak in a given situation, it is always appropriate to ask the person concerned.

b) Specific strategies for working with people who have… 

Visual Impairment:
When communicating with someone with a visual impairment, it is important to remember that the impairment does not affect the person’s ability to think or to hear. Speak in a normal tone. Consider, too, the following suggestions. 

· Touch the person lightly on the arm or address them by name to gain attention when you wish to start a conversation.
· When greeting a person with a severe vision disability, always identify yourself and introduce anyone else who might be present.
· When offering a handshake, say something like, “Shall we shake hands?”
· When offering seating, place the person’s hand on the back or arm of the seat.
· Ask the person if they would like you to orient them to a room.

· Tell the person about any obstacles you think the room contains.
· Use descriptive words (such as “in front of you”, “at eleven o'clock”) instead of vague language (such as “over there”). Keep in mind that a person with a visual impairment cannot relate to hand or facial gestures.
· Feel free to use visual words such as “look” and “see”, if the individual circumstances make this appropriate. Expressions such as these are commonly used by people who cannot see. 

· Always ask permission before interacting with a person’s guide dog.
· Let the person take your arm, rather than you taking theirs, when guiding someone. They will be guided by the motion of your body while you walk.

· Let the person know if you are leaving, so they will not continue to talk to you after you have left.

Hearing impairment:
· You may need to get the person’s attention by tapping gently on the shoulder or waving your hand or using some similar physical signal.

· If you are interviewing someone with a partial hearing loss, ask where it would be best for you to sit.
· Do not try to second-guess what assistance an individual requires: this can make everyone uncomfortable and can lead to embarrassing situations. People will have different needs for assistance — do not assume that assistance is always needed. Ask if help is needed, and let the person describe what they need.
· If the person can do lip reading, face the person and speak directly and normally making sure that the person can see your lip movement. Speak slowly and clearly. Do not exaggerate your lip movements or shout. Speak expressively because the person will rely on your facial expressions, gestures and body movements to understand you. (Note: It is estimated that only 3 out of 10 spoken words are visible on the lips.)
· Make sure lighting levels are adequate. Place yourself facing the light source and keep your hands and food away from your mouth when speaking.
· Speak directly to the person and not to the interpreter if they are using one. The interpreter should be treated as an inanimate object. Focus on the relationship with the person. This also applies when using the telephone relay service. Speak directly to the person, not the relay assistant.

· Find ways to fully include the person with a hearing impairment in group conversations. For example, repeat discussion questions and statements made by other participants in a meeting or presentation.

· Use drawings, writing and gestures to assist you in communicating.
· Ask the person to repeat themselves if you are unable to understand the speech of a person with a hearing impairment. If this does not work, try using written notes.
Speech impairment:
· Concentrate on what the person is saying.
· Do not pretend to understand if you do not. Request the person to repeat what was said, and then repeat it back. 
· Be patient; take as much time as necessary to communicate effectively.
· Ask questions which only require short answers, or a nod of the head, when appropriate.
· Avoid communication in noisy, public places. Talk in a private, quiet area when possible.

· Do not speak for the person or attempt to finish their sentences.
· Consider writing or using email as an alternative means of communicating if you are having difficulty understanding what a person is saying.
Intellectual impairment:

· Use plain language and speak with shorter sentences, but do not talk down to the person. Describing a person with an intellectual impairment as functioning with skills comparable to a child of a certain age can be misleading. Regardless of their capabilities level, treat adults as adults and children as children. 
· Speak to the individual and not any support person, unless told otherwise.

· You may need to repeat yourself to fully communicate your question.
· Reduce or eliminate distractions such as ringing telephones, loud talking, music or visual distractions.
Mobility impairment:
· Do not assume that your help is needed or wanted — ask first. If they would like help, ask them how you might help them. The person will use their experience in dealing with such problems to direct you in the most effective way of dealing with the situation.

· Consider a person's wheelchair as an extension of their body. Therefore, leaning on the wheelchair or placing your foot on a wheel is not okay.
· Speak in a normal voice to a person who uses a wheelchair, cane or crutches.
· Ask a person who uses a wheelchair if they would like to move to a place where you could sit and speak to them at eye level if you are speaking for any length of time. If in doubt, ask the person for their preference.

· Feel free to use phrases such as “walk this way” with a person who cannot walk. Expressions such as this are commonly used by wheelchair users.
· Don’t patronize people who use wheelchairs by patting them on the head.

· Make sure that the place where you plan to conduct the interview is accessible.
6. References
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