HSS2103 – Experience of Illness, Impairment, Disability and Care – Lecture 1 
Introduction to the Concepts of Illness, Impairment and Disability:
Definitions, Theories and Models

Topics to be Covered
· Defining Illness, Impairment and Disability
· Historical Reflections on Disability
· Common Views of Disability and Chronic Illness
· Medical versus the Social Model of Disability 
· Role of Language and Labeling in Disability 
· Myths about Disability
· International Classification of Functioning, Disability and Health

PART 1: 
DEFINING ILLNESS, IMPAIRMENT AND DISABILITY

Health
· “State of complete physical, mental & social wellbeing + not merely the absence of disease or infirmity.”
· “Extent to which an individual/group is able to realize aspirations & satisfy needs, & to change or cope with the environment; health = a resource for everyday life, not the objective of living; it is a positive concept, emphasizing social & personal resources as well as physical capabilities.”

Defining Illness, Impairment & Disability 

Illness – Most common understanding…
· Concept of illness is often equated with poor physical or mental health or a diagnosable disease. 
· Acute Illness: A disease with an abrupt or rapid onset and short duration (e.g., infection)
· Terminal Illness: active & progressive disease with no chance of cure (e.g., advanced cancer)
· Chronic Illness: health condition that is long-lasting + managed on a long-term basis (e.g., diabetes; arthritis; HIV/AIDS)

Illness – An Alternative Understanding…
· Subjective sensation of experiencing a diseased state.
· ex, you may have a disease but you may not feel ill from it. 

Disease
· Literally, “dis-ease”  opposite of ease/comfort  general word describing departure from good health. Best applied to a physiological and/or psychological departure from normal function, as contrasted with illness.
· Concept of disease was developed to explain health problems AND primarily for diagnostic and epidemiological purposes
· Medical system, for ex, uses International Classification of Diseases ICD-10, which is utilized around the world as a common system for coding & labeling diseases. 

Defining Illness, Sickness, & Disease from a Symbolic Interactionist Perspective
· Disease (Objective):
· Diagnosed by a physician
· located in specific organs or system in the body
· Curable through biomedical treatments
· Concept of disease was developed to explain health problems and for diagnostic & epidemiological purposes
· Illness (subjective):
· personal experience of the individual who acknowledges that he/she does not feel well 
· Sickness (action)
· Social actions taken by as a result of illness or disease (e.g., taking medication, visiting doctor, resting)
	Patients feel illness and act sickness; physicians diagnose and treat disease

Impairment
· loss or abnormality of an anatomical structure/psychological/physiological function 
· Problems with body structures & functions are usually parts of the disease process or are associated with health conditions.
· Short- or long-term; temporary or permanent; progressive, regressive or static; or intermittent or continuous; or chronic 
· A deviation from accepted biomedical standards 

What comes to your mind when you hear the word disability?

Evolution of the term disability 
· Inability or limitation in performing social roles & activities in relation to work, family or living independently
· Any restriction or lack (resulting from an impairment) of ability to perform an activity in the manner considered normal for a human being 
· Disadvantage or restriction of activity caused by a social organization which takes little account of people who have physical impairments & excludes them from mainstream social activities 

Disability
· literally means “not being able to” – but this alone does not capture the complexity with which we talk about disability in NA Society. 
· Disability serves as “an umbrella term for impairments (of body structures & functions), activity limitations or participation restrictions” 
· Previously the International Classification of Impairments, Disabilities, and Handicap

Historical Reflections on Disability 
· Ancient Western notions of impairment in Greece & Rome believed that persons with congenital impairments embodied the wrath of the Gods. Those with acquired disabilities later in life were often integrated into society. 
· Middle Ages religious movements preached compassion and support towards persons with disabilities.
· Development of the first residential institutions for persons with disabilities is traced to the middle ages. 
· 18th Century: disability  influenced by rise of the scientific method & by changing public perceptions towards poverty + disability. 
· Scientific inquiry into impairment was characterized by development & application of complex diagnostic & etiologic classifications.
· Despite advances in anatomical & physiological understanding of human beings, beliefs in possession continued, including voluntary beatings to treat people with mental illness. 
· 19th Century: Discussion about disability & technology highlighted 1st signs of activism by persons with disabilities (i.e., political organization by deaf advocates). 
· 20th Century: Dramatic rise in residential institutions for persons with mental health disabilities & segregation of children with disabilities in schools.
· Eugenics movement and sterilization of people with intellectual disabilities became commonplace.
· A rise in shock therapies to treat mental health illness.
· Witnessed growth in charitable organizations, worker’s compensation & rehabilitation, & beginning of de-institutionalization. 
· Observed increase in legal, ethical, moral, & educational advancements. 
· International disability rights initiatives helped change many adverse situations for persons with disabilities  led to development of constitutional rights for persons with disabilities.  

Do you think everyone is impaired or disabled to some extent?

What is the Relationship between  Illness, Impairment and Disability?
· Illnesses =not have same social consequences as disabilities. 
· Chronic illness is often or may become disabling; Many disabilities may be chronic/long-lasting. 
· People living longer & more effective treatments for many illnesses & infections has also resulted in leaving people with impairments or disability. 

What then does handicap refer to?
· Handicap  disadvantage for an individual that limits/prevents their participation in society
· Handicap  socially derived concept that labels a person pejoratively 
· Conversion Handicap  people with disabilities require more resources to achieve same outcomes as non-disabled people 

The Wheelchair Assignment…
· What do you think about an assignment that requires students to spend one day in a wheelchair in order to learn about the experience of living with a disability?

Perceived Quality of Life 
· When people have a disability, research suggests that “outsiders” provide a low rating of disabled persons’ QOL.
· Albrecht & Devlieger Disability Paradox refers to: 
· Many able-bodied people believe persons with significant disabilities lead an undesirable life, when many persons with disabilities  have a good life.
· Why do you think this is the case?

Integration, Segregation and Marginalization 
· Integration  disability-related needs are identified + supported,  persons with disability are involved in the community. 
· Segregation  disability-related needs are identified + supported, but person with disability is not involved in the community. 
· Marginalization disability-related needs are not identified + supported  person with disability is not involved in the community. 

Inclusion / Exclusion
· Concepts of inclusion/exclusion operate in tandem. 
· Determine what people are excluded from + what they are included in. 
· Exclusion may be achieved through the following: elimination, abandonment, geographical segregation, marginalization, discrimination, conditional inclusion or receiving assistance, or progressive inclusion. 
· Constructing inclusion in modern societies raises contradictions because one of the major processes in the attempt at integration is normalization. 

· Elimination (e.g., death, including euthanasia/assisted suicide for severely impaired individuals; terminating a pregnancy after prenatal diagnosis of risk of disabled child; genetic screening; illegal sterilization of women). 
· Abandonment (e.g., infants with down syndrome that may be abandoned at birth). 
· Geographical Segregation (e.g., institutional separation of men and women who are disabled; special schools for disabled children). separate men and women so you prevent breeding so children don’t get disabled.
· Marginalization (e.g., moving disabled persons ‘outside’ the mainstream due to their refusal to accept current rules of how to function within behavioural norms). intellectual abilities prevent that from happening. Not following behvaioural norms
· Discrimination (e.g., single out a social group and restrict its rights). 
· Conditional Inclusion or Receiving Assistance (e.g., economic from of exclusion for those with limited productive capacity). Financial assistance is given.
· Progressive Inclusion (e.g., attempts to restore equality such as notion of affirmative action, which may inadvertently exclude certain social groups). 
· When we are trying to achieve quality, we are many ways separating the groups. Achieving equality and groupign them are unintentionally excluding. 

Stigma 
· a characteristic of social relationships, other social science research treated stigma as something owned by the individual whose differences are negatively evaluated by others. 
· Stigma involves adverse reactions to perceived differences. Both the negative evaluation of and the adverse reactions to these differences are derived from cultural norms and expectations. 
· Can result in structural disadvantages & psychological distress for people who are stigmatized. 

Exploring equality…
· Assume a student has a learning disability and gets 2 additional hours to write an exam…
· Assume another student has a hand tremor and gets to dictate his/her exam, which includes short answer questions, into a computer…
· Now assume that both these students do better on the exam than most of the other students in the class…
	Do you think this is fair?

Equality
· the right to equal protection, participation & benefits without discrimination based on race, national or ethnic origin, religion, sex, age or mental or physical ability. 
· Each person is supported to make an equal claim about what society has to offer its citizens. 
· Takes into account that the conditions to participate may vary for each individual and may entail special accommodation to ensure an equal outcome. 

PART 2: 
COMMON VIEWS AND MODELS OF DISABILITY

5 Views of Disability
1.  Biomedical 
2.  Philanthropic 
3.  Economic
4.  Sociological
5.  Sociopolitical 

Biomedical View of Disability
· known as Medical Model of Disability. 
· Views disability as an illness, impairment or a medical problem  person with a disability as a patient that has something wrong with them. 
· Is reductionist in nature.  reducing problem to body parts
· Supports interventions by health professionals who have expertise to treat the problem. 
· Person with disability is expected to cooperate with decisions & treatment. 
	Advantages
	Limitations

	· Impairment important factor in the disabling condition
· Necessary in areas with no or limited access to HC
· Person with disability may desire guidance initially due to limited clinical knowledge about their condition
	· Person with disability is a passive recipient of care 
· Encourages sick role 
· Disempowering
· Places ‘problem’ entirely within the person, and does not consider individual differences, the context or culture



Philanthropic View of Disability
· known as Charitable View of Disability. 
· Views disability as a tragedy, & person with disability as a victim needing sympathy & charity. 
· Person with disability  object of pity + presented as weak or need of monetary assistance.
· Implies each individual has a moral responsibility to think of those less fortunate. 
· Popular media or charitable organization may promote the charitable view for fundraising efforts. 

	Advantages
	Limitations

	· Doesn’t depersonalize individual
· Charitable organizations raise awareness about particular health conditions
· Increased funding allocated to a particular condition
· Non-governmental organizations respond quickly as needs arise
	· Person with disability has little external control over their circumstances
· Extends period of grief & sympathy 
· Long-term consequences = undermining self-image & encouraging helplessness




Economic View of Disability
· Views disability as a social cost caused by extra resources people with disabilities require & by their limited productivity in the labour market.
· Views person with disability as less competitive in the labour market & as a life-long social & economic burden on society.  
· Based on cost-benefit analysis. 
· For HC providers, focus should be on therapeutic interventions aimed at helping people to engage in competitive employment.

	Advantages
	Limitations

	· Develop & implement job training initiatives to support persons with disabilities
· Explore strategies & equipment/aids & technology to support persons with disabilities on the job or in the workforce
	· Doesn’t look at other contributions of persons with disabilities
· What happens to those with no economic potential?
· Ignores rights of people with disabilities



Sociological View of Disability
· Views disability as a deviation from accepted social norms regarding appearance & function. 
· Views person with disability as deviant, abnormal, inferior or requiring special consideration & privileges.
· People with disabilities  forced into social roles with certain assumptions about what they can/cannot do. 
· For HC providers  goal is to normalize clients.

	Advantages
	Limitations

	· May facilitate degree of ‘normalcy’ that may be desired by persons with disability 
·  May help to re-define how we understand ‘normal’ and breakdown stereotypes associated with disability
·  May help to socially integrate persons with disabilities
	· Promotes exclusion & elitism (creates divisions among people)
· Stigma around disability  
· Most things in society are not designed with persons with disabilities in mind 
· Changing people may be inconsistent with their strengths + abilities 



Sociopolitical View of Disability
· known as Social Model of Disability. 
· Views disability as located in the interaction between the person + the social, political & physical environments. Highlights role of society & the social environment in the disabling process. 
· Supports the perspective of person with disability rather than some external expert. 
· Interventions are expanded to see how environment can be modified, including laws, policies, attitudes and design, to make it more accommodating and inclusive. 

	Advantages
	Limitations

	· Empowering & liberating for persons with disability
· Values the perspectives persons with disabilities
· Presents disability as a societal (rather than personal) problem that requires a political solution
· Attends to the impact of poverty in disability 
	· May be inappropriate given the circumstances
· Not all problems experienced by persons with disabilities are due to negative societal attitudes
· May restrict people’s intellectual freedom & oversimplify their lives




Implications for Persons with Disabilities & Society 

	View 
	People with disabilities 
	Society

	Biomedical 
	Patients 
	Treat and care

	Philanthropic 
	Victim 
	Provide for 

	Economic 
	Burden 
	Support 

	Sociological 
	Minority; marginalize 
	Assimilate 

	Socio-Political 
	Citizen 
	Extend Equal rights 



Medical versus Social Model of Disability
· Two most widely reported models of disability in the literature.  
	Do you think one model is superior than the other?

MEDICAL MODEL OF DISABILITY 
· Dominant  1950 to 1970s. 
· Views disability as a problem within the person caused by a health condition, which requires medical care.
· Managing disability is aimed at cure, adjustment, behaviour change, & maximizing function. 
· Led to progressive development of medical & technological advancements, & pharmaceuticals. 
· At the political level, principal response is to modify and reform HC policy. 

SOCIAL MODEL OF DISABILITY 
· Dominant 1970 to 1990s. 
· Views disability as a socially created problem and a matter of the full integration of individuals in society.
· Managing the ‘problem’ requires social action and        is the collective responsibility of society to make  environmental modifications to enable the full participation of persons with disabilities. 
· Disability is a political and human rights issue.

Biopsychosocial Approach of Disability
· Given struggles + support for medical + social models, Biopsychosocial Model of Disability was proposed.
· based on integration of the two opposing models to capture integration of the various perspectives of human functioning.
· It attempts to represent & achieve a synthesis & coherent view of health from a biological, individual & social perspective.

PART 3: 
ROLE OF LANGUAGE AND LABELING IN DISABILITY, MYTHS ABOUT DISABILITY, AND OTHER IMPORTANT CONCEPTS 

 Consider the following examples:
· Seeing people communicating in sign language may result in labeling them as deaf.
· If using a wheelchair says little about person’s ability to participate in sports or employment.  
· If labeled as mentally disabled, expectations about low ability to learn may limit opportunities for intellectual growth & participation.

· Identification as a disabled person may be necessary to gain access to services 
· However, identification  stigmatizing, assault personal identity, & alter expectations.  
· Consequence of basing decisions on disability labels may deny individuals eligibility for certain rights, benefits & programs.
Do you think that disability then is the appropriate criterion to determine eligibility?

· Labeling recognition of socially salient differences. 
· labeling occurs when others recognize that a biological trait differs from the norm in ways which have social significance.
· Modified Labeling Theory  negative labels lead to negative outcomes for recipient of the label, including perceived & experienced stigma. 

What do you think about the following ‘labels’:
A person who is deaf vs. hearing impaired?
A disabled person vs. a person with a disability?
Is one ‘label’ better than the other?

Confronting Bias in Language 
· Words that reflect bias towards cultures or groups (stereotypes) can create barriers for listeners
· Political correctness involves use of language that does not exclude or offend listeners
· Euphemism involves substitution of an inoffensive term for one that is thought to be more offensive or harsh (e.g., hearing impairment = euphemism for deaf)

Common Myths about Disability 
· Disability = objective, observable, & measurable phenomena that can be understand through books & items. 
· People with disabilities  viewed as less fortunate + depressed about their condition.
· Disability = central to self-identity of a person with disability.
· All the problems faced by a person with disability are related to the disability.
· Different expectations should exist for people with disability VS people without disability. 
· Person with disability must remain or be involved with rehabilitation services for the rest of their life.

Many non-governmental organizations working in the field of disability report that their primary goal is to achieve full social integration of persons with disabilities…
How will they know whether they have achieved their goal and persons with disability are ‘fully integrated’?

Millennium Development Goals (MDGs)
· Eradicate poverty & hunger
· Achieve universal primary education
· Promote gender equality & empower women
· Reduce child mortality
· Improve maternal health
· Reduce HIV/AIDS, malaria, and other diseases
· Ensure environmental sustainability
· Develop global partnerships to achieve these goals

Empowerment
· “increasing one’s authority & control over resources & decisions that affect one’s life” 
· Empowerment = “mechanism people, organizations, & communities gain mastery over their affairs” 
· process that unfolds gradually which positive changes may occur in self-determination, choice, control, independence, decision-making, assertiveness, skills and self-reflection.

PART 4: 
INTERNATIONAL CLASSIFICATION OF FUNCTIONING, DISABILITY AND HEALTH 
(ICF)

What do these people have in common?
· A child wearing a hearing aid.
· A young girl with an acquired brain injury who does not remember her friends.
· An adolescent man playing wheelchair basketball. 
· A college student discussing special exam accommodations with a counselor. 
· A man who is morbidly obese. 
· A woman experiencing shortness of breath frequently while walking. 
· An older person who is unable to navigate stairs.  

International Classification of Functioning, Disability and Health (ICF, World Health Organization, 2001)

Overall aim: 
· To provide a unified, standard language & framework for describing health & health related states.

Previous version: 
International Classification of Impairments, Disabilities and Handicaps (ICIDH, World Health Organization, 1980)

· HEALTH: Concerns how long one lives & how well one lives (i.e., level of functioning).
· FUNCTIONING: umbrella term for body structures & functions, activities, & participation.
· DISABILITY: umbrella term for impairments (of body structures & functions), activity limitations, or participation restrictions. 
· Has universal applicability (not only about people with disabilities). 

Interaction between Components of ICF



Dimensions of Functioning and Disability

	
	Functioning 
	Disability 

	Body Level
	Structures and Functions 
	Impairments

	Individual Level
	Activities 
	Activity Limitations 

	Societal Level 
	Participation 
	Participation Restrictions 



Components of ICF
· Body Functions: Physiological & psychological functions. 
· Body Structures: Anatomical parts of the body. 
· Impairments: Problems in body functions or structures. 
· Activity: Execution of a task or action. 
· Activity Limitation: Difficulties in executing activities. 
· Participation: Involvement in life situations. 
· Participation Restrictions: Problems in involvement. 
· Environmental Factors: Describe the context in which one lives and conducts their life (facilitators or barriers).
· Each component can be expressed in positive & negative terms. 
· Personal Factors: Are not classified into components   because of the large social and cultural variance. 

· Impairments or disabling factors do NOT mean that person be regarded as sick or disabled.
· Disability = characterized as outcome of a relationship between individual’s health condition, personal factors, & external factors that represent the circumstances in which one lives.
· Different environments may have a different impact on the same individual with the same health condition.
· 2 persons with the same disease can have different levels of functioning. 
· 2 persons with the same level of functioning do not necessarily have the same health condition. 

Examples using the ICF…
Ex 1. Have impairments without having capacity limitations: Disfigurement in leprosy may have no effect on a person’s capacity.
Ex 2. Have performance problems & capacity limitations without evident impairments: Reduced performance in daily activities associated with many diseases. 
Ex 3. Have performance problems without impairments or capacity limitations: HIV-positive person facing stigma or discrimination in personal relationships or work. 
Ex 4. Have capacity limitations without assistance and no performance problems in current environment: Person with mobility limitations may be provided by society with assistive aids to move around. 

Capacity: describes individual’s ability to execute a task or an action.
Performance: describes what an individual does in his/her environment.

ICF Classification System
· classification needs to be fully inclusive, exhaustive & comprehensive. 
· It does not classify people, but describes situations of each individual in a range of health domains. 
· It is not a standardized assessment tool. 

ICF Organization of Content & Qualifiers
b BODY FUNCTIONS
		b1 Chapter 1 Mental Functions
			b110-b139 Global Mental Functions 
				b110 Consciousness functions
					b1100 State of consciousness 
					b1101 Continuity of consciousness
 
· Each component consists of various domains AND within each domain, there are categories, which are the units of classification.

d ACTIVITIES AND PARTICIPATION
		d1 Chapter 1 Learning and Applying Knowledge
			d110-b129 Purposeful Sensory Experiences
				d110 Watching
				d114 Listening 
· Each component consists of various domains AND within each domain, there are categories, which are the units of classification. 

Quantifying Components of the ICF
· Components of body functions & structures, activities, participation, & environmental factors are quantified using the same scale:  
xxx.0 = no problem (none, absent, negligible...) 0-4 %
xxx.1 = mild problem (slight, low…)		5-24 %
xxx.2 = moderate problem (medium, fair…)	25-49 %
xxx.3 = severe problem (high, extreme…)	50-95 %
xxx.4 = complete problem (total…)		96-100 %
xxx.8 = not specified
xxx.9 = not applicable 
· Qualifiers indicate magnitude of the level of health (e.g., severity of the problem). 

· Indicators of ICF components:  
b = body functions
s = body structures
d = activities and participation 
e = environmental factors

example 1: quantifying components
Q. What does s730.3 tell us? 
s = body structure
.3 = severe impairment
7 = chapter 7 – structures related to movement 
730 = structure of upper extremity
A. Indicates a severe impairment of the upper extremity. 

example 2: quantifying components
Q. What does d5101.1 tell us? 
d = activities and participation
.1 = mild problem or difficulty
5 = chapter 5 – self-care
5101 = washing oneself  washing whole body 
A. Indicates mild difficulty with bathing the whole body with the use of materials/methods that are available to the person in his or her current environment. 

example 3: quantifying components
Q. What does e130.2 tell us? 
e = environmental factor
.2 = moderate problem or barrier
1 = chapter 1 – products and technology
130 = products and technology for education 
A. Indicates that products for education are a moderate barrier. 

Aims of the ICF 
· To provide a scientific basis for understanding & studying health & health-related states, health outcomes, & determinants of health. 
· To establish a common language for describing health & health-related states in order to improve communication between different users/disciplines.
· To allow comparison data across countries, health care disciplines, & services.
· To provide a systematic coding scheme for health info systems. 

Potential Uses of ICF
· Descriptive Tool: To describe and record information about disability and health.
· Statistical Tool: To collect and record data. 
· Research Tool: To measure health outcomes, quality of life or environmental factors. 
· Clinical Tool: To assess client problems, indicate needs for interventions, monitor changes, and deliver and/or evaluate therapies or programs.
· Population Level Tool: To document needs, and develop, implement and evaluate services. 
· Social Policy Tool: To help with social security planning, compensation systems, and policy design and implementation. 
· Educational Tool: To design curriculums, raise social awareness, remove social barriers, study health care systems, for health promotion, and to undertake social actions.
· Insurance and Service Provision Tool: To assess eligibility for programs, services, work force accommodations, and benefits. 

ICF Strengths and Limitations 
	Advantages
	Limitations

	·   Comprehensive inventory.
·  Encourages one to consider factors at the root of performance difficulty.
·  Allows for comparison with a variety of groups, including healthy groups.
·  Diagnosis neutral.  
	· Reductionist. 
·  Whole notion of classifying may be dehumanizing. 
·  Deficient for personal factors. 
·  Too many categories, numbers and details. 



Ethical Concerns about Disability Classification and the ICF
· Potential for abuse, discrimination or marginalization of people. 
· Potential to disadvantage people by imposing artificial limits on their capacities and suggesting that people are static and not likely to change.  
· Danger of labeling someone.
· May not be helpful in ensuring equality of rights, citizenship or inclusion. 

Who do you think should determine if someone has a disability or is disabled? 
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