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PREFACE

All of us have been patients at some point – or are going to be patients. Being ill can be 
scary, because you no longer have any control over what is going to happen to you. Are 
you going to get better? Will you need hospitalisation? Will surgery help? Can you afford 
the medical bills? Will you die?

Being diagnosed with a serious illness is like being dropped into a foreign country: you 
don’t know the language, you don’t understand the culture, you don’t have a map and 
you desperately want to find your way home. Health literacy can act as a guide, to help you 
navigate through the maze of doctors, specialists, hospitals and health insurance clerks, so 
that you can recover quickly, with as few scars as possible.

However, health literacy is not just a useful tool to use when you are sick. It is everyone’s 
business - it crosses multiple boundaries, professions and jurisdictions. All of us have a 
stake in improving health literacy, because everyone benefits when people are healthier, 
and people are more likely to be healthy when they are health literate. This is true whether 
you are the CEO of a company and want to improve the productivity of your employees 
by providing them with health coaching; or you want to ensure your children are on a 
nutritious diet; or if you have domestic help at home and need to be sure they do not 
suffer from contagious diseases such as TB.

Improving health literacy among Indians is a complex, interesting and ambitious initiative 
that requires dedication, commitment and collaboration. A joint effort launched by 
multiple partners at all levels is required. There is little point in blaming patients for being 
ignorant about their health; or complaining about doctors who don’t have time to educate 
patients; or lamenting how little the government does to address these issues. We cannot 
expect a top-down solution – a bottom up approach, one person at a time, will work 
better in tackling this situation. All of us can contribute to improving health literacy in this 
country!
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CHAPTER 1

WHAT IS HEALTH LITERACY? 
An Overview of a Complex Problem

It is a common misperception that low health literacy is simply a 
lack of health knowledge or inadequate reading (literacy) skills. 
In fact, everyone, regardless of education level, intelligence, or 
socioeconomic status can experience challenges in processing 
medical information, especially when undergoing the stress of 
dealing with a serious illness.
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Shreya is an uneducated 30-year old mother. When Shreya’s 4-year-old daughter complained 
of earache and fever because of otitis media, her doctor prescribed her an antibiotic, in the 
form of a syrup. Shreya promptly poured the medicine in her daughter’s painful ear. 

You may feel a rush of sympathy for Shreya and her unfortunate daughter. You may think 
– this would never have happened if she had been literate! You may also feel superior, 
“Who would make such a stupid mistake.” But remember that just because you are 
more educated doesn’t mean that you are immune to committing medical errors or 
misunderstanding medical information!

Do you always understand everything your doctor tells you? How well informed are 
you about the side effects of the medicines that you are prescribed? Do you read the 
information leaflet supplied with your medicines? Do you understand the fine print in 
your health insurance policy? Can you make sense of your hospital bills?

Being educated and being health literate are two different things. Health literacy is much 
more than just a measure of the level of knowledge you have about health. Just because 
you can read and write doesn’t mean you can make sense of health information, because 
this is often presented as complex medical jargon. The US Department of Health and 
Human Services (2010) defines health literacy as the degree to which individuals have the 
capacity to obtain, process, and understand basic health information and services needed 
to make appropriate health decisions for themselves. 

It is a common misperception that low health literacy is simply a lack of health knowledge 
or inadequate reading (literacy) skills. In fact, everyone, regardless of education level, 
intelligence, or socioeconomic status can experience challenges in processing medical 
information, especially when undergoing the stress of dealing with a serious illness. Just 
like doctors need an MD degree in order to practice medicine, patients also need to acquire 
basic health literacy skills to receive good medical care. 

For example, after your annual health check-up, you get a file full of medical test reports, 
filled with daunting scientific terms and numbers. Do you know what they really mean? 
How often have you had questions you wanted to ask your doctor, but were afraid to do 
so, because you didn’t want to look like a fool? Have you been frustrated by the fact that 
your health insurance company refused to pay for your surgery, claiming you had a pre-
existing condition? Have you felt lost and powerless because your father is in the intensive 
care unit (ICU) and no one is assigned the responsibility of telling you what is happening? 

If so, read on, because the diagnosis is clear – you are experiencing poor health literacy, 
and this book will help you tackle this extremely common condition. For starters, it is 
important to distinguish health literacy from health education and health communication. 
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Health literacy is the goal and is a test of your functional skills; health education on the 
other hand is just one tool for reaching that goal. Similarly, the terms “health literacy” and 
“literacy” cannot be freely interchanged. Health literacy encompasses more than just the 
ability to read written materials; it implies understanding the information so that you can 
take an active role in managing your health.

In addition, health literacy gives you the skills to:

•	 Interact confidently with doctors, nurses, and pharmacists
•	 Find reliable health information on the Internet 
•	 Understand different treatment options so you can take a well-informed decision 
•	 Understand risks and benefits of your chosen treatment option
•	 Complete health insurance and medical history forms in an efficient and 

knowledgeable fashion

In the USA, the National Assessment of Health Literacy is conducted every 10 years, and 
uses the following sample tasks in their assessment of health literacy skills:

Skill level Health literacy task

Below basic •	 Circle the date of a medical appointment on a clinic appointment slip
•	 Identify what they can drink before a medical test, based on a short 

set of instructions
•	 Identify how often they should have a certain medical test, based on 

information in a simple pamphlet
Basic •	 Give two reasons a person with no symptoms should be tested for a 

specific disease, after reading a simple pamphlet
•	 Explain why it is difficult for people to know if they have a certain 

chronic illness, based on a two-page article about the illness
Intermediate •	 Determine a healthy weight range for a person of a certain height, 

based on a graph illustrating height, weight and body mass index
•	 Find the age range during which children should have a certain 

vaccine, using a chart that shows all the childhood vaccines and the 
ages children should receive them.

•	 Identify three substances that may interact with an over-the-counter 
medicine, based on information provided on a package.

Proficient •	 Look up the definition of a medical term by sifting through a complex 
document

•	 Evaluate given information to determine what legal document could 
be of use in a specific health care situation

•	 Calculate an employee’s share of health insurance costs for a year, using 
a table that shows how the employee’s monthly contribution varies.

Adapted from: http://nces.ed.gov/pubs2006/2006483.pdf 
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In India, our health literacy standards are much lower. Indeed, our government defines a 
person as being literate if he can merely sign his name. Obviously, in this day and age, this 
is grossly inadequate! Illiteracy in India magnifies the health literacy problem several folds 
and makes this a much more difficult goal for us to achieve.  

The earliest definitions of health literacy were clinical in nature because they were 
provided by healthcare professionals, and were focused on the patient’s ability to read 
and understand the medical information handed out to them . However, today the 
meaning has evolved to reflect a broader and more enabling conceptualisation. Australian 
researcher Don Nutbeam (Nutbeam, 1999) pointed out that the traditional definition of 
health literacy misses out on the deeper meaning and purpose of literacy. Nutbeam gives 
a three-level definition that defines health literacy not simply as a measure of reading 
and writing skills but also as a strategy for empowerment. The three levels that Nutbeam 
identifies are: 

•	 Basic/functional literacy — sufficient skills to be able to function effectively in daily 
life;

•	 Communicative/interactive literacy —advanced skills that, together with social 
skills, can be used to actively participate in healthcare decisions;

•	 Critical literacy — Advanced skills that can be applied to critically analyse information 
and use it to execute greater control over public health and manage it for the entire 
community.

From the above definitions, it is clear that health literacy may be linked to general literacy skills 
but general literacy skills do not necessarily imply health literacy. Health literacy incorporates 
health numeracy, which is reflected in a wide range of skills, from checking your blood pressure, 
tracking your cholesterol levels and counting calories to critical decision making with regard 
to the risks and benefits of a particular treatment plan. In addition, you require math skills to 
choose the right health insurance plan, and making sense of your hospital medical bills these 
days seems to require an advanced degree in statistics. Indeed, numeracy skills are important 
for doctors as well, who often have limited understanding of medical statistics, which impairs 
their ability to apply evidence-based medicine to their patients. 

All said and done, since the field of medicine is ever-evolving, health literacy needs to be 
dynamic too. A health literate patient should be able to discard out-dated information and 
learn new information on an on-going basis, as medical science evolves. Reflecting this 
need, a recent Canadian Expert Panel has given the following definition of health literacy:
The ability to access, understand, evaluate and communicate information as a way to 
promote, maintain and improve health in a variety of settings across the life-course. Thus, 
health literacy demands not just the ability to read, but also the skills of listening, analysing 
and decision making, and the ability to apply these skills in the health context. 
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In the final analysis, while experts may argue about how to define health literacy, everyone 
agrees that it is in short supply. Both low literacy and illiteracy can be serious health 
hazards, because of the risks involved in not understanding your doctor’s orders; or not 
being able to communicate your symptoms and personal preferences. 

Reasons for limited health literacy skills include:
•	 Lack of educational opportunity – for example, people who have not completed 

high school Learning disabilities
•	 Cognitive declines in older adults
•	 Limited English proficiency (this could be a significant problem in India, where the 

majority of patient educational materials are still available only in English, even 
though this remains a foreign language for most Indians.)

Even people with advanced literacy skills can be overwhelmed by the glut of health 
information available in public domain. Medical science develops rapidly, and most of 
us have read something about our bodies in the past that may appear to be incorrect 
based on new scientific information. Remember, once upon a time it was believed that 
stress and spicy foods caused peptic ulcers, but now a bacteria called H. Pylori has been 
identified to be the main culprit behind stomach ulcers!

Culture and Health Literacy

Culture is the lens through which individuals view the world and influences the way we 
think and react to a particular situation. It plays a major role in taking decisions regarding 
one’s health and illness, because these decisions influence what you expect from your 
doctor – and what he in turn expects from you. If both you and your doctor come from 
the same culture and see eye to eye, the interaction between the two would be smoother. 
However, India being one of the most culturally diverse countries in the world, the cultural 
competency of your doctor affects the quality of health care he is able to provide you. 

For example, many paediatricians often don’t know that in Indian villages chicken pox is 
viewed as a sign of a Goddess’s anger. Fearing the wrath of the Goddess, parents usually 
avoid taking their children to doctors and seeking treatment, unless serious complications 
set in. The doctors then jump to the wrong conclusion that the parents are irresponsible, 
and are not able to take care of their children’s medical needs properly because they are 
uneducated. In this situation it is difficult for the doctor and the patient to see eye to eye, 
because both of them come from very different cultural backgrounds. Until the doctor 
learns to respect the cultural practises of his patients, he will not be able to persuade 
them to change their ways.
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Similarly, people with mental illness are thought to be possessed by evil spirits and are 
marched off to ‘faith healers’ and ‘temple doctors’ rather than psychiatrists. This does 
not mean that the family is foolish – they simply do not believe that the doctor has better 
treatment options to offer, and are much more comfortable practising what their forefathers 
have done for generations! In order to make them see the truth without hurting their 
sentiments, the doctor needs to understand their perspective. A dramatic example of how an 
inability to bridge these cultural gaps can harm patients is recounted beautifully in the book, 
The Spirit Catches You and You Fall Down: A Hmong Child, Her American Doctors, and the 
Collision of Two Cultures by Anne Fadiman, that chronicles the struggles of a Hmong refugee 
family from Laos, and their harrowing experience with the health care system in USA. This 
book tells the story of Lia, who was diagnosed with severe epilepsy, and the cultural conflict 
that obstructs her treatment because of the dichotomy between the Hmong’s perceived 
spiritual beliefs and the Americans’ scientific understanding of the ailment. 

Remember that the healthcare world is a complex eco-system, a culture in itself – one 
that can come across as foreign to patients. Healthcare professionals are trained for many 
years in an academic and clinically detached environment that may distance them from 
local cultural concerns. Doctors anyway have a language all their own that is unique to 
their institution or specialty. Bridging these linguistic or cultural gaps may be difficult for 
patients, regardless of their educational levels.

In this context, it is interesting to see how the concept of health literacy has emerged from 
two different streams - as a clinical “risk” and as a personal “asset”. In the former case, 
doctors and hospitals are being educated about the dangers of poor literacy skills, and 
in response are implementing changes in their clinical practice that can help low literate 
patients navigate the complex healthcare system. 

On the other hand, as a refreshing contrast, health literacy as an asset finds its roots 
in educational research, adult learning, individual empowerment and political activism. 
This concept is focused on the development of skills that enable people to exert greater 
control over their health status. A good example is how AIDS activists banded together 
and learned to galvanise a sluggish healthcare system, as a result of which the medical 
care they now receive has improved by leaps and bounds.

Health literacy is a complex, multi-faceted issue that requires a multi-disciplinary 
approach. The term health literacy itself implies a junction, a straddling of two sectors: 
adult education and health. It is everyone’s problem – which is why it seems to be no one’s 
problem. This is a challenge that must be tackled, because the rewards are well worth it. 
While no one person can do it alone, the good news is that if we all work together, we can 
leave a significant impact. This is a battle worth fighting – not only for our own sakes, but 
for the sake of our children as well. 
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CHAPTER 2

WHY IS HEALTH LITERACY IMPORTANT? 
Taming the Elephant 

The rapidly changing health environment demands a lot from 
patients. When we are ill, the decisions we make place us in a 
vulnerable position, where we must take risks without any certainty 
of outcome. While health literacy is not a safeguard against this 
uncertainty, it can help us navigate the territory better with a 
better (if not greater) understanding of adverse consequences
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Imagine that you are in Paris on a holiday. You cannot speak French, and you find you 
are lost. What do you do? You hunt for signs in English; check your map; look up your 
guidebook; ask passersby for assistance; and try to track down a policeman, who can 
help you find your way back to the hotel. Similarly, when patients fall ill, they find they are 
lost and helpless in a healthcare system, which feels like a foreign country, with its own 
language and culture. Health literacy can help them navigate this system, so they can find 
their way back to good health! 

Health literacy is:

•	 An essential life skill: It helps you to seek and use information and take control over 
your health.

•	 A public health imperative
•	 An integral part of social capital: low health literacy is a strong contributor to health 

inequalities.
•	 A critical economic issue: Low health literacy costs the US economy 73 billion dollars 

per year.

Gone are the “good old days“ when you could depend upon your family doctor to take 
care of you when you fell ill. Healthcare is changing dramatically, and this change is both 
a challenge and an opportunity. On the one hand, there is more choice in treatment and 
more information to guide our choices. On the other hand, there’s little point in having 
so much information if you cannot make sense of it and the deluge of information is 
often more confusing than helpful. Health care systems are also becoming more complex, 
because they involve a wider range of health care professionals from many different 
specialties. However, it often seems that the right hand does not know what the left hand 
is doing because of a lack of coordination.

To make matters worse, there are unanswered questions, such as - if medical science has 
advanced so much, why aren’t we able to put these advances into practice in real life? 
Why is obesity so rampant? Why do people continue to smoke? Why do people still die of 
preventable causes? Does the problem lie in the fact that people don’t know, don’t want 
to know, or just don’t care? 

Or, is it that people are unable to understand and use the health information made available 
to them. Many people, even educated Indians, don’t know what a calorie is, or how to burn 
it. We need to work together to make health information meaningful, useful, and helpful.

The rapidly changing health environment demands a lot from patients. When we are ill, 
the decisions we make place us in a vulnerable position, where we must take risks without 
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any certainty of outcome. While health literacy is not a safeguard against this uncertainty, 
it can help us navigate the territory better with a better (if not greater) understanding 
of adverse consequences, and can serve as a road map and a compass on a difficult and 
unpredictable journey.

However, it’s not enough to just strive to raise health literacy of patients. For our societies 
to become health literate, all stakeholders need to be actively involved. For instance: 

•	 Doctors need to tailor their communication to meet the needs of their patients, and 
to see it as their responsibility to foster health literacy among them.

•	 Pharmaceutical companies need to educate citizens about their prescriptions. It’s 
not enough to medicate – they need to educate as well.

•	 Health insurance companies need to be transparent and open. Their plans and 
policies should empower and inform consumers, rather than confuse them with 
pages of fine print. 

•	 Politicians need to incorporate health literacy into their policy design, their research 
agenda and their health objectives for the community. 

Unfortunately, health literacy appears to be low worldwide, even in developed countries. 
According to the World Health Organisation, in the United States, approximately 50% of 
adults “have difficulties understanding and acting upon health information.” In Australia, 
60% of the population scored below an optimal level of literacy needed for health 
maintenance.

In India, low health literacy costs hundreds of crores of rupees each year, in terms of 
unnecessary illnesses, wasted man-hours, and premature death of productive citizens. 
People do not know how to prevent diseases such as typhoid and cholera, because they do 
not understand basic concepts of hygiene and sanitation. Our high infant mortality rates 
are a national disgrace – but trying to treat one sick child at a time without addressing 
the underlying problem of poor health literacy is worse than trying to fix a fracture with 
a band aid. 

The sad irony is that most such deaths are preventable, but because poor health literacy 
cannot be diagnosed with a blood test, it remains the ignored elephant in the room. Health 
literacy is an issue of social equity, and we need to develop programs that will enable the 
poor and the disadvantaged to make better use of the available public health services. 
Doctors can act as powerful agents of change. Just providing free drugs will not help fight 
disease unless we first empower citizens to take care of their own health.
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How does low health literacy affect patients?

If patients do not understand their disease or their doctor’s instructions, they are more 
likely to skip medical tests; not take their medications on time; and not be able to manage 
chronic conditions such as high blood pressure or diabetes. Among problems that can 
plague patients with low health literacy are:

•	 Delayed diagnoses
•	 Higher number of visits to the doctor
•	 Long hospitalisation
•	 Likely to be taken for a ride by quacks
•	 Likely to be overcharged, over tested and over treated

How illiterate patients are exploited for clinical trials

India presents an attractive destination for pharmaceutical companies who need to 
test their drugs on patients through clinical trials. India has a large population, with a 
varied genetic pool. Virtually all Indian doctors speak English, and the infrastructure is 
easily and inexpensively available, especially in government hospitals. Clinical trials are 
scientific experiments, and when they are carried out properly, they can yield invaluable 
information. However, poorly educated, uninformed patients are at risk of being exploited 
and used as guinea pigs for these trials. 

Uneducated patients are unable to read or understand the contents of a consent form. 
Even when the document is read out to them, there is no guarantee that the patient 
would know what he is signing up for. Unethical researchers (who get paid for signing 
up as many participants as possible) may exaggerate the benefits of a treatment, offer 
monetary inducements or attempt to play down the risks. India’s mind-boggling variety of 
languages and cultures compounds this problem as a majority of healthcare seekers are 
non-English speakers, while the material that’s made available to them is in English. 

The Declaration of Helsinki adopted by the World Medical Association in 1964, states, 
“each potential subject must be adequately informed of the aims, methods, anticipated 
benefits and potential risks of the study and the discomfort it may entail, and any other 
relevant aspects of the study.” While most clinical trials carried out in India claim to abide 
by the letter of the law, whether they abide by the spirit is a different matter, altogether. 
Even worse, when unsuspecting, uninformed subjects of clinical trials get harmed because 
of slipshod protocols and inadequate safeguards, they have virtually no recourse, as their 
access to legal representation is far more limited than for the more educated patients. 
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To reduce the incidence of improper recruiting and testing of vulnerable patients, the Indian 
government needs to enforce stricter regulation, requiring the presence of disinterested 
third parties as witnesses. Informed consent should be routinely recorded on video, as 
these taped interviews can provide court-admissible evidence of ethical behaviour in the 
event of medical complications, and the wrongdoings that pharmaceutical companies are 
often accused of. This would eventually protect the interests of all parties.

How low health literacy affects healthcare professionals

There can be no disputing the fact that a patient’s low health literacy can make a doctor’s 
job more difficult. It can be challenging to work with these patients, because it is not 
clear if they truly understand their condition and would be able to follow the doctor’s 
instructions. In today’s time of short appointments and limited resources, doctors can find 
dealing with these patients frustrating, because they do not have the necessary skills to 
be able to take care of themselves. Sometimes doctors mislabel patients with low health 
literacy as: “lazy“; “poor historian”; “non-compliant”; “unwilling to take responsibility for 
his own health”. This is doubly tragic, because this is the group of patients that needs the 
most help and time from the doctor. 

On a deeper level, it makes developing an effective partnership with the patient a greater 
challenge. The nature of the doctor-patient relationship has changed significantly over the 
years, and it is now more important than ever that patients themselves have the ability 
to navigate and understand healthcare issues relevant to their lives – doctors just do not 
have the time, energy or resources to be able to spoon-feed them anymore. 

As patients are increasingly being expected to become more responsible for their care, it is 
becoming even more important for doctors to ensure that the health information they are 
providing is understood and acted on correctly. Low health literacy, simply put, is a barrier 
to good care. Patients should be encouraged to ask questions and expect answers, rather 
than expected to passively comply with everything the doctors says. This is important 
as although patients are far more informed than they were 10 years ago, many express 
frustration and dissatisfaction with their care because they feel they did not have enough 
say in the decisions their doctors made for them. Also, some doctors are not supportive 
of patient involvement in the decision-making process, simply because they believe that 
the doctor knows best. 

All said and done, health literacy plays a key role in obtaining informed consent, 
communicating health risk, and supporting shared decision-making, thus enhancing 
patient satisfaction. 
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CHAPTER 3

HEALTH LITERACY: 
Doctors and Patients Working Together 

Time is an important factor in building trust and collaboration 
between doctor and patient. For adults with literacy barriers, new 
skills for self-management are best learned through listening to 
explanations, watching demonstrations, asking questions, clarifying 
doubts and practicing self-care over repeated visits. Limited time for 
direct contact gets in the way of this learning process.



17

In the past, doctors had access to specialised medical knowledge that was denied to the 
patients. Patients used to be very impressed with the depth of the doctor’s clinical acumen, 
and were pleased when he made the right diagnosis and provided the correct treatment. 
Today, thanks to the Internet, patients have access to a glut of health information that was 
previously only available in medical schools and libraries. This is both a blessing and a curse. 

Due to the accessibility of information and limited availability of doctors, patients now 
rely on the Internet for their health information needs instead of seeking the advice of 
their doctors. However, the format in which this information is available does not make 
their job easy. 

Because medicine is an art, there is usually not one clear answer to address a particular 
health issue and the choice of treatment depends on many factors related to both the 
disease and the patient’s unique healthcare needs and personal preferences. Doctors now 
have to work with patients, so they can understand all the options available to them, and 
come up with a treatment plan that is tailored to the needs of the patient. If doctors don’t 
invest in this effort, non-compliance with treatment can be a serious risk. 

Meanwhile, patients now have more responsibility than ever to take part in their treatment, 
and for patients with limited health literacy, this responsibility can be overwhelming and 
frustrating. While there is a lot of information on the Internet, some of it can be patently 
false, misleading, unreliable and out-dated. Many patients are not sophisticated enough 
to separate the wheat from the chaff and get easily exploited by quacks. Freely accessible 
Internet health forums offer hundreds of explanations and treatments for illnesses, but 
many of these are incorrect. 

However, naïve readers may not even consult their doctor before following the advice 
of someone they have never met, because he or she seems to share their symptoms, or 
understands their concerns. Following the advice may or may not be appropriate, and can 
be quite dangerous if it involves the use of medications – medications that can easily be 
bought online at the click of a mouse, without a prescription. 

Healthcare professionals often feel frustrated when dealing with patients with low health 
literacy because they do not know how best to help them. The reasons for this are many:

•	 The medical and nursing education curricula are already crowded and health care 
professionals are not taught how to communicate effectively with patients who are 
literacy challenged

•	 Low health literacy is not considered a priority issue
•	 A doctor usually has only about 15 minutes to talk to a patient, and this is not 

enough to ensure clear communication 
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Patients now live an average of 10 years longer than they did in 1948. Older patients have 
more chronic medical conditions, which can often be managed for many years thanks to 
modern technology. However, this management may require multiple medicines, an army 
of specialists, regular monitoring of side effects and response, as well as adherence to 
complex treatment regimens. 

Older patients are particularly badly hit by poor health literacy. This is a double whammy 
for them, because even though the complexity of their medical problems increases 
exponentially as they age, their reading and comprehension abilities decline because of a 
progressive loss of vision, hearing and cognitive skills. This means that even if they were 
able to cope when they were younger, they face a much harder time as they age – and 
this can prove to be a huge burden on them, their caregivers and their doctors. The ageing 
of developed countries means that the magnitude of these problems will soon become 
unmanageable.

As our lifestyles progressively deteriorate thanks to urbanisation, the burden of chronic 
diseases and lifestyle illnesses (such as diabetes, heart disease and obesity) will increase 
exponentially. When a person with low health literacy has a chronic disease, serious 
barriers to self-care can arise. People living with chronic disease usually have more than 
one condition and may have a complex care plan, involving several medications and 
multiple healthcare providers, many of whom have no idea what the other is doing. There 
is usually no co-ordination of care, and patients may receive inconsistent messages from 
different doctors as they make their way through the system, leaving them even more 
confused. 

Getting the right treatment and keeping track of medications and appointments is difficult 
even for highly educated patients, so we can imagine the plight of uneducated patients. 
What chance do they have of being able to cope? Many will fall between the cracks, but 
the bigger tragedy is that rather than fix the system, we will blame them for not seeking 
medical care at the right time!
Most patients living with chronic diseases are expected to manage their own care, under 
the supervision of their doctor. This includes using monitoring devices such as glucometers, 
and knowing how to modify their medication, diet, exercise or other behaviour based on 
the results. Despite the complexity of their diseases, these patients have limited time with 
their doctors. A typical physician visit to monitor diabetes takes place every three months, 
unless there are serious complications, and typically, this visit lasts only about 15 minutes. 
In that time, the provider must carry out an assessment, order any tests required, answer 
questions and provide instructions for self-care. Under the best of circumstances, this can 
be challenging for both the doctor and the patient. To be able to expect patients with low 
literacy to learn everything they need to in these 15 minutes is a tall order. 
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Time is an important factor in building trust and collaboration between doctor and patient. 
For adults with literacy barriers, new skills for self-management are best learned through 
listening to explanations, watching demonstrations, asking questions, clarifying doubts 
and practicing self-care over repeated visits. Limited time for direct contact gets in the 
way of this learning process.

How the media makes the problem worse

One would have hoped that the various mass media, such as newspapers, television, radio 
and the Internet would help to alleviate some of these problems, because patients would 
be able to obtain reliable information about their health from sources other than their 
doctors. However, modern trends in mass media have exacerbated the problem of poor 
health literacy. Gary Schwitzer of Health News Review examined over 1600 health stories 
over a five year span and found recurring problems such as:

1. News stories, press releases and commercials are often misleading because they 
exaggerate the benefits of interventions and minimise the harms. For example, you 
read an article that claims that a new drug reduces the risk of a heart attack by 
50%. Your loving wife promptly takes you to the doctor and pressurizes him into 
prescribing that drug to you, not realising that the 50% mentioned in the article 
refers to relative risk not absolute risk. Relative risk means that there could be a 
reduction from two heart attacks in 100 untreated patients to one heart attack 
in treated patients. This implies just 1% absolute risk reduction. In other words, 
the remaining 99 patients would be spending money on buying the drug and risk 
attracting its side effects, without getting any medical benefit, whatsoever. These 
are not easy concepts to explain to anyone, much less to low-literate people.

2. News stories seem to equate “association” with “causation”. There may be an 
association between A and B, but this does not mean that A causes B. For example, 
NBC News once reported that eating chocolate may decrease heart disease by as 
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much as 37%, and MSNBC reported that drinking coffee may protect against breast 
cancer. What’s worse is that subsequent stories contradict earlier ones, leading to a 
lot of confusion and scepticism among viewers. 

3. The third problem is the promotion and overuse of “screening” tests even for people 
with no symptoms of a disease. These are often heavily promoted for everyone, 
which leads to unnecessary testing, anxiety, and harm due to excessive testing. 

Thus rather than help doctors dispel myths and misconceptions, media channels often 
make a bad situation worse by misinforming patients. To counter this, we need to tap 
alternative options to deliver trustworthy information to patients. These may include: 
expert patients and self-help groups; curated websites; and consumer health libraries, to 
name a few. 
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CHAPTER 4

 HEALTH LITERACY: A POWERFUL SHIELD 
AGAINST MEDICAL ERRORS 

By Rajan Madhok and Nikhil Datar

Well-informed patients are powerful agents for promoting patient 
safety and can act as the first line of defence against medical 
errors. The more involved the patient, the less likely the chances 
of an error. Doctors blithely assume that patients understand 
everything they tell them. This is often not true, especially in the 
case of a patient with poor health literacy.
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The First Precept of Medicine Is – Do No Harm. 

Tragically, medicine does cause harm, and The Institute of Medicine Report in 2001 
showed that medical errors were the eighth leading cause of death in the USA. This is not 
surprising, considering the fact that healthcare delivery is a complex service, involving 
several stakeholders and multiple processes. 

Indeed, patient safety has become a matter of serious public health concern in recent 
years, and the World Health Organisation has responded by creating the World Alliance 
for Patient Safety. Many initiatives have been launched globally, ranging from efforts to 
establish the extent of the problem; identifying its root causes; campaigning for legislative 
reforms in order to minimise harm caused by faulty medical devices or poor professional 
performance; to empowering patients through raising awareness.

Because the Indian healthcare system is complex, we need a multi- pronged approach to 
promoting safe medical care through such means as: 

•	 Creating systems for recording, learning and reporting on the quality of medical 
services and adverse events in a ‘balanced’ manner.

•	 Implementing proven patient safety interventions, such as the Global Patient Safety 
Challenges work on hand hygiene; the surgical checklist; and mandatory compliance 
with ‘Never Events’. 

•	 Empowering patients to question and work with professionals, for example through 
the Patient Safety Alliance.

•	 Capacity-building by educating students using the WHO curriculum on patient 
safety; and training all clinicians through distance learning, for example through 
the People’s Open Access Education Initiative (http://www.peoples-uni.org/).

However, none of these initiatives can work unless we deal with the issue of literacy and 
especially health literacy, which is of increasing concern for professionals and policymakers, 
as it is a primary factor behind health disparities. The Healthy People 2020 initiative of the 
United States Department of Health and Human Services has included it as a pressing new 
topic, and designed objectives to address this in the decade to come.

In India, the complexities of poor health literacy are further compounded by the variety 
of regional languages and the absence of one single unifying language. English, per force, 
has had to occupy that unifying role. However, this has meant that many are left out, 
as they don’t have sufficient knowledge of English to understand and comprehend this 
foreign tongue. Indians who have been educated in the vernacular medium are often not 
able to comprehend basic medical terms, because they are in English. 

This double whammy of unsafe care and poor literacy needs to be addressed on a war 
footing if India is to reduce health inequalities and ensure affordable health care for all. 
The issue of health literacy is context dependent, just as all health matters are. What may 
be relevant in one part of the world may not be applicable in another, hence the overall 

http://www.peoples-uni.org/
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PEEST (Political, Economic, Environmental, Social and Technological) context must be kept 
in mind while designing solutions. There is a danger of making the issue too narrow by 
focusing solely on individual care, important though that may be. 

We must also acknowledge that the reason why most developed countries have made 
faster progress is the level of awareness and responsibility felt by their governments. 
Sadly, in India, there is very limited ownership of such problems, and hence a key issue like 
‘health literacy’ is treated as an orphan. Both policy and key decision makers seem to be 
blissfully unaware of how serious the problem is and masterly inactivity seems to be the 
commonest response. However, this particular elephant in the room will not go away if 
we ignore it. Overall, it seems that we need a three-dimensional model to take the agenda 
forward; we need to consider:

•	 Type of action: ranging from governmental policy to lobbying for individual 
empowerment

•	 PEEST context: to discover opportunities and challenges and to clone success stories
•	 Geographical location: what is suitable at a national level and what is best left for 

local action 
Well-informed patients are powerful agents for promoting patient safety and can act as the 
first line of defence against medical errors. The more involved the patient, the less likely 
the chances of an error. Doctors blithely assume that patients understand everything they 
tell them. This is often not true, especially in the case of a patient with poor health literacy. 
If the patient does not understand the doctor’s instructions, the scope for compromising 
patient safety rises dramatically.
Patient Safety Alliance: a case study (@ http://www.patientsafetyalliance.in)
The Patient Safety Alliance aims to create a common platform for health care providers 
and the public, with the objective of empowering patients and supporting health care 
professionals in reducing medical errors. Launched in Mumbai recently, the Patient Safety 
Alliance (PSA) recognises patients as partners and key stake holders in managing their 
conditions and in health care planning and delivery. Borrowing the “No decision about me 
without me” mantra from the NHS in UK, patient involvement in all decision-making has 
been the guiding principle for PSA. 

Empowering patients through education and awareness building activities is being done 
through “Be Alert - Be Safe” workshops, where the community is trained to understand 
patient safety issues. The aim of these workshops is to encourage patients to take an 
active role in their own health care management. 

Since communication failures between doctors and the patients are a major patient 
safety issue, the PSA has created a module to overcome this barrier. It has sought to 
empower patients by encouraging them to ask their doctor questions. The traditional 
‘God-like’ stature of doctors in Indian society inhibits patients from questioning them, 

http://www.patientsafetyalliance.in
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and impairs meaningful doctor-patient communication. If we want doctors to get off 
their pedestals, we first need to teach patients to get off their knees! 

We are helping patients to become assertive and not aggressive, by providing them 
with the right scripts, so they can ask questions without antagonising their doctor. Some 
doctors may feel threatened by such patients, and by making presentations to medical 
associations, we are teaching them that well-informed patients can be powerful allies 
in our quest to improve the care they receive. Educational modules such as “Preventing 
Infections: Role of patients”, “How to avoid medication errors”, and “Use of the Internet to 
find evidence based health information” have instilled a sense of empowerment, mutual 
respect and accountability. 

These workshops are conducted in various local languages. Audio-visual resources 
specifically recorded in Indian languages are used so that there are no language barriers in 
understanding the subject. The Patient Safety Alliance has created a few simple toolkits in 
local languages (checklist for admission and discharge; and medication card, for example) 
which are freely available on our website. Improving awareness about patient safety 
and thus creating a demand for safe health care is a major driving force for changing the 
existing culture to a more evolved culture of prevention and patient safety. 

In this movement, key opinion leaders from the community have taken an active 
role in propagating the message of patient safety. The local media, especially the 
Loksatta newspaper, was very helpful and ran a series of articles in Marathi (the local 
language) to raise awareness on this issue. This helped to bring this burning issue to 
the attention of senior government officers who craft healthcare policy, who would 
otherwise have been casual about health literacy. Adaptation of international material 
to Indian situations; creation of resources in local languages; and creating a culture of 
awareness have been the key interventions to promote patient safety. These efforts 
have also made patients more aware about how they can contribute towards safer 
health care.

This is just one example of how solutions are being created taking into account the 
levels of health literacy in various stakeholders: for uneducated people, the use of verbal 
communication; for functionally literate people, the creation of materials in local language; 
and the use of the media to raise levels of health literacy amongst key decision-makers. 

Patient safety is a global problem, but its impact is much more severe in India because 
of our widespread poor health literacy. While it may be in the best interests of corrupt 
politicians to keep their vote banks ignorant and uninformed, the lack of transparent 
governance norms adds enormously to patient misery. With nearly four crores Indians 
going bankrupt every year due to the high costs of medical care, the Indian story is a 
tragedy of a mammoth scale. The irony is that when people do access healthcare, very 
often the care is unsafe. 
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“Education, education, education” – the favourite sound bite of politicians sadly remains 
just that – a sound bite with limited follow up. India needs a massive programme of not 
just literacy but also health literacy for budding clinicians and policymakers if it is to 
ensure universal, affordable and safe healthcare delivery, and hold its head high amongst 
developed nations. 
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CHAPTER 5

DOES MY PATIENT HAVE LOW HEALTH LITERACY? 
Hint: You Can’t Tell by Looking!

Many low-literate patients are surprisingly smart and have 
figured out ways to hide their limited literacy skills from others 
by memorising things they have read before or making intelligent 
guesses that camouflage their lack of understanding. Patients 
often wish to be amiable and a smile and a nod should not be 
mistaken for agreement or comprehension. Ironically, they 
may also not know enough English to tell you that they don’t 
understand what you are saying.
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While it’s easy to diagnose jaundice simply by examining a patient, there are no visual 
signs to tell doctors who is health literate and who is not. There are many prevailing myths 
about people with limited literacy skills, such as:

•	 They have low IQ and are slow learners
•	 Years of schooling correlates with high literacy skills
•	 They usually hail from ethnic minority groups
•	 When confronted, they will admit they have limited literacy skills

Doctors often make wrong assumptions about their patients’ health literacy. They may for 
instance assume that poor patients who have difficulty comprehending medical jargon are 
stupid, or that rich patients understand everything. Both these stereotypes are incorrect. 
However, there could be clues that help you know if your patient needs extra help, if you 
pay sufficient attention. For instance, if your patients complete their forms incorrectly, or 
have left many blanks, it may be due to limited literacy skills. Taking medications incorrectly 
can also be a clue to their lack of understanding of the doctor’s instructions. In case of 
low-literate patients, poor communication can also result in: 

•	 Frequently missed appointments
•	 Inability to clearly explain their symptoms to the doctor 
•	 Difficulty in complying with the treatment instructions
•	 Not following through with tests or referrals to other providers
•	 Inability to read patient educational material that you provide 
•	 Inability to understand what a medication is really meant for

Often, despite these clues, health literacy is a hidden problem. Most people with low 
literacy skills go undetected by their doctors, simply because they go to great lengths to 
hide their literacy problems. They are ashamed of it and carry a lot of emotional baggage 
from the past and from many years of feeling stupid when they have to acknowledge their 
limited literacy to medical practitioners. This is often a sensitive issue for them, prompting 
them to clam up because of humiliation and frustration. 

Many low-literate patients are surprisingly smart and have figured out ways to hide their 
limited literacy skills from others by memorising things they have read before or making 
intelligent guesses that camouflage their lack of understanding. Patients often wish to be 
amiable and a smile and a nod should not be mistaken for agreement or comprehension. 
Ironically, they may also not know enough English to tell you that they don’t understand 
what you are saying. Remember that even people with proficient literacy skills can fail to 
comprehend complex instructions and health information when they are ill; and many 
patients are reluctant to ask questions so as not to appear stupid, or because they do not 
want to annoy a busy physician. 
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One simple way to assess whether patients have adequate health literacy skills is to 
conduct a “brown bag medication review”. Ask patients to bring in all the medications 
they take (both prescription and non-prescription) to their next appointment and to name 
each of them one by one; explain what each is for; and how often they take them. You may 
suspect low literacy skills if the patient struggles to read the label on the bottle or if they 
pour out the pills in their hand to look at them in order to identify them. 

There are several formal assessment tools available for use in the clinic, such as:

Newest Vital Sign @ (http://www.ama-assn.org/ama1/pub/upload/mm/367/
healthlitclinicians.pdf )

Rapid assessment of health literacy in medicine 
(@ http://www.rcmar.ucla.edu/rcmar_wiki/Literacy_REALM.html)

Short assessment of health literacy for Spanish speaking adults
(@ http://www.ncbi.nlm.nih.gov/pubmed/16899014)

While these resources can help you assess your patient’s level of health literacy scientifically, 
their major limitation is that they only give an approximation of reading skills and are 
incapable of assessing other important aspects of health literacy, such as comprehension; 
motivation; and their ability to access or use information on health and healthcare.

Universal Precautions

It’s safest to assume that everyone can have difficulty understanding health information. 
Universal Precautions are a method of minimising risk for ALL patients, because you do not 
know which patients will have trouble understanding. The idea is similar to taking universal 
precautions against the transmission of blood-borne infectious diseases, because you do 
not know which patients are HIV or hepatitis positive.

Many healthcare professionals find it challenging to practice Universal Precautions, 
because they have to change the way they think and talk to their patients. They also may 
fear they are “dumbing down” information, or that patients will feel insulted by their use 
of “simple language”. However, patient surveys have shown this to be untrue. All patients 
prefer simple and clear communication and plain language resources if it helps them move 
up the learning curve. In brief, universal precautions include four main areas:

•	 Improving spoken communication
•	 Improving written communication
•	 Improving self-management and empowerment
•	 Improving support systems

http://www.ama-assn.org/ama1/pub/upload/mm/367/healthlitclinicians.pdf 
http://www.ama-assn.org/ama1/pub/upload/mm/367/healthlitclinicians.pdf 
http://www.ncbi.nlm.nih.gov/pubmed/16899014
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Improving spoken communication includes using “plain language” and “teach-back” 
technique for clear verbal communication. Improving written communication involves 
selecting and creating written materials that patients can understand and make use of, 
easily and efficiently. Improving self-management and empowerment means increasing 
self-efficacy and self-care, thus improving adherence to recommended treatment. 
Improving support systems involves collaborating with professionals and organisations 
inside and outside the healthcare system to help patients carry out the advice of healthcare 
professionals. We will address each of these issues individually in this book.

To help healthcare practices implement health literacy universal precautions, The 
Agency for Healthcare Research and Quality has created a Health Literacy Universal 
Precautions Toolkit (@ http://www.nchealthliteracy.org/toolkit/). This provides step-by-
step instructions and offers a systematic approach to simplifying medical care and helping 
patients receive the right medical care. 

Finally, for there to be a solution, the problem must first be identified. This is not an 
easy task, simply because low-literate patients are masters at hiding their inability to 
read – after all, this isn’t something they want to advertise. With all of our progress and 
technology, people are still slipping through the school system without being able to read. 
The educational system has failed them; does the health care system have to fail them as 
well?

http://www.ahrq.gov/qual/literacy/healthliteracytoolkit.pdf
http://www.ahrq.gov/qual/literacy/healthliteracytoolkit.pdf
http://www.ama-assn.org/ama1/pub/upload/mm/367/healthlitclinicians.pdf 
http://nursinglink.monster.com/careers/articles/5768-tips-for-effective-patient-provider-communication
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CHAPTER 6

CREATING EFFECTIVE PARTNERSHIPS  
WITH PATIENTS: 

Delivering on the Promise

Your first question should not be “What do I want my patient 
to know?” but “What do I want my patient to be able to do?” 
Information on its own is sterile – it needs to be put into action in 
order to be of any value. Adult learning is self-directed learning, 
where learners own the learning process and determine their 
needs, goals, and priorities - you simply serve as a guide.



31

Look at your clinic through your patient’s eyes by putting yourself in their shoes. Imagine 
you have poor literacy skills and have difficulty understanding maps, forms and schedules. 
You find long words and technical explanations intimidating. You are ill; scared of doctors; 
and are worried about how much the treatment is going to eventually cost. 

As a patient coming into your clinic, what would your experience be like? What paperwork 
will you have to fill out? What instructions will you have to follow? If you need any tests, 
will you be able to find where to go? Is your clinic patient-friendly?

Creating a patient-friendly environment will go a long way towards establishing a healthy 
partnership with your patients, which will lead to better health outcomes. 

Your clinic staff can play an important role in ensuring your clinic is “health literate.” They are 
the face of your clinic, as well as your eyes and your ears, and they spend far more time with 
your patients than you do. They can encourage (or discourage) patients from speaking up, 
and can significantly influence the overall experience a patient has with your clinic. 

Non-medical staff can help ensure that simple and routine communication — such 
as appointment slips, when to call about a test’s result, and filling in consent forms 
— are clear, easily understood and followed up on. In addition to ensuring that your 
staff exhibits an attitude of helpfulness towards all patients, make sure they listen 
respectfully to your patients. Clinic staff members are busy and have lots to do, but 
they should not assume patients understand everything perfectly right away. Your 
patients are the most important people in your clinic and they should all be treated 
as VIPs!

Friendly, personal interaction is the key. Appointments should be scheduled by people, 
not by answering machines. From the receptionist to the nurse, everyone should speak 
clearly to patients, and avoid using long words, when possible. Friendly staff can be a 
major asset; and if they see you treating your patients with care and consideration, they 
will mirror your behaviour and attitude. Because they are lay people themselves, they 
are much more likely to be able to understand what the patient goes through and can be 
invaluable in keeping your patients happy. 

If your patients need help in filling out forms, make sure this assistance is easily available. 
Ensure that forms are not too complicated or crowded and only collect essential 
information. Provide your patients with a private area in which to complete them, so the 
patient doesn’t have to discuss personal issues in the waiting area.

If you need to refer your patients to specialists, pathology laboratories or imaging centres 
for further tests, simply providing them with a card and telling them to call a phone number 
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for an appointment may not be enough. Making such calls can be intimidating to patients 
with limited literacy skills. Help your patients make the call, and explain to them what they 
need to do once they get there. Include a simple map to the location, and ensure that test 
requisition forms are attached to the appointment slip, so they don’t get lost.

The key to patient engagement lies in building health literacy at the level of the family 
doctor and ensuring that physicians help patients to help themselves.
The consultation is the primary bedrock of clinical medicine, and each consultation is a 
learning opportunity for both doctor and patient which, in turn, builds up ‘learning capital’ 
which has both individual and community benefits.

Both patient and doctor benefit by learning from each other. Encouraging patients to take 
control when they are ill is also an effective tool for improving public health. Paternalistic 
styles of practice tend to create unhealthy dependency and undermine self-reliance. 
Promoting involvement and a sense of ownership of their health care could be the best 
way to ensure that people adopt healthier lifestyles. 

“Patients are at the heart of the health service of the future. The principle of patient and 
user involvement has become ever more important and the health service has moved 
beyond an ‘informed consent’ to an ‘informed choice’ approach.” (Wanless Report, 2002).

How adults learn

Every appointment is an opportunity for teaching and learning, both for the patient as 
well as for the doctor. However, given today’s real life constraints, is expecting doctors 
to teach patients asking for the moon? Doctors are in a hurry. They must rush through 
most encounters with patients; and the average physician listens to a patient for fewer 
than 22 seconds before interrupting. Patients also contribute to the problem. They “don’t 
ask, don’t tell”, and often keep silent when they should speak up. If they have trouble 
understanding their medication instructions, they may not admit that, because they are 
ashamed of their inability.

The trick is to think of your patients as adult learners and there are four principles of adult 
learning you need to remember:

•	 Adults need to feel respected in order for learning to take place
•	 They need to want to learn
•	 They learn best by active performance
•	 They need feedback on their progress
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Your first question should not be “What do I want my patient to know?” but “What do I 
want my patient to be able to do?” Information on its own is sterile – it needs to be put 
into action in order to be of any value. Adult learning is self-directed learning, where 
learners own the learning process and determine their needs, goals, and priorities - you 
simply serve as a guide. 

When communicating health information to your patients, remember a few principles 
about how adults learn best: 

Health topics should address current needs and interests. Rather than give a general 
overview of a particular health topic, make the message personally relevant and 
useful. If this is tailored to the patient’s needs, and is based on what the patient needs 
to do to get well, he is far more likely to remember it. You need to start from where 
your patients are.

•	 Information should be practical and should relate to everyday occurrences. For 
example, if you want your patient to eat or drink certain foods, be specific and 
relate them to the patient’s usual shopping trip and mealtimes. If you want them to 
perform certain exercises, inquire about their daily schedule and how they might fit 
these exercises in.

•	 Use context. Adults learn best when new information is related to things they 
already understand. If you want them to take a new medication in the morning, for 
example, suggest that they take it when they brush their teeth. Providing concrete 
suggestions will help them to understand your advice. 

•	 Allow patients to direct the conversation Ask your patients what issues they would 
like to discuss, rather than unilaterally presenting what you want them to know. 
Use open-ended questions such as “What questions do you have?” rather than 
posing close-ended queries that will simply get you a yes-no kind of response, such 
as “Do you have any questions?” to which they may simply say “No” in response. 
Encourage patients to ask questions, and then listen carefully. This is not easy for 
most doctors to do, so you will have to practice. However, it’s very useful to do this 
– you will learn a lot if you allow your patients to teach you.

•	 Use “teach-back”. One of the most effective ways of ensuring that your patients have 
understood what you have told them is to request them to teach the information 
back to you after you have explained it. It can be very useful to ask the patient 
to repeat your advice (using their own words) to the person accompanying them. 
This repetition helps them to retain the information. You will be surprised how 
easy it is for patients to misinterpret something, even though you think you have 
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done a masterly job of explaining it. This is why there’s no point in asking - ‘Do you 
understand?’ because they will always say ‘Yes’, and you don’t know what they have 
understood. Instead, try saying, ‘ When you go back home, what are you going to 
tell your husband about today’s visit?’

•	 Use graphics. A picture is worth a thousand words, especially for uneducated 
patients. You don’t have to be an artist – even simple line drawings can help get a 
complex idea across. Provide alternatives to written text where possible –anatomic 
models can be extremely helpful. Combining audio, visual, and experiential learning 
is an excellent way to facilitate understanding. Encourage patients to view additional 
resources during their visit – many are happy to learn more about their health while 
they are in your clinic. You can play patient educational DVDs on your TV screen 
which they can watch while they are waiting for you, or they can view Medline Plus 
Interactive Health Tutorials online, which offer explanations of health conditions 
in an easy-to-use, multimedia format @ http://www.nlm.nih.gov/medlineplus/
tutorial.html. 

•	 Create a website. While you may not have enough time to spend with each patient 
face to face, if you create educational materials and publish these on your website, 
your patients can then review them from home at their leisure. You don’t even have 
to actually create materials – you can simply provide links to other websites that 
provide reliable information.

•	 Tell stories to make it personal. If you tell your patient what happened to someone 
with a problem similar to his, she will remember this very vividly. It’s helpful to use 
a bit of imagination when crafting your stories, to make them memorable.

•	 Use metaphors. Metaphors help frame an idea in a familiar context. For example, 
you could use plumbing as a metaphor for the digestive system, or the concept of 
car maintenance to drive home the importance of regular health screenings. 

http://www.nlm.nih.gov/medlineplus/tutorial.html
http://www.nlm.nih.gov/medlineplus/tutorial.html
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Using plain language

Most people, regardless of their literacy level, prefer the use of simple, plain language when 
it comes to receiving health information. Patients with limited literacy have a hard time 
understanding written materials because they cannot understand a text just by glancing at 
it. They cannot skim when they read and are forced to decipher the meaning of each word, 
one word at a time. This is hard work, because they literally have to plough through each line 
of the text, word-for-word and line-by-line. This takes them a lot of time and concentration 
and they often get stuck at long multi-syllabic words. They are forced to skip large blocks of 
text when these are too complicated, and they get lost and confused very easily. If you want 
to better understand what a patient with poor literacy has to deal with, try reading a page 
written in a foreign language – or try making sense of the fine print in a legal document.

Physicians must become bilingual, not in the sense of being able to speak another language, 
but being able to use words that patients can understand. Using words like bleeding instead 
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of haemorrhage, swelling for enema, heart attack for myocardial infarction, and cancer for 
carcinoma can go a long way to improving patient understanding. The entire medical team 
– nurses, medical assistants, and receptionists – can play key roles in helping patients gain 
greater understanding if you train them to use plain language – just tell them to imagine 
that they are talking to their elderly grandmother who is hard of hearing! 

Patients must do their part as well and I am careful about asking my patients to do their 
homework before coming to their appointments, ready “to teach and to learn.” The Ask 
Me 3 program will help you to help your patients. Teach your patients to always ask these 
three questions each time they talk to a doctor, nurse, or pharmacist:

•	 What is my main problem?
•	 What do I need to do?
•	 Why is it important for me to do this?

If you want to help your patients, you need to create materials that are easy for them to 
understand. This is where plain language comes in - plain language is simply communication 
that is easy to understand the first time it is read or heard. Remember George Orwell’s 
advice: 
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•	 Never use a long word where a short one will do.
•	 If it is possible to cut a word out, always cut it out. 
•	 Never use a foreign phrase, a scientific word, or a jargon word if you can think of an 

everyday English equivalent.
 
Plain language is easy for patients to read, but you have to work hard in order to write 
simply! As Nathaniel Hawthorne said, “Easy reading is damn hard writing.” It’s worth 
noting that plain language is NOT about dumbing things down. It’s a way of speaking and 
writing that helps people:

•	 Find what they need
•	 Understand what they find, and
•	 Use what they find.

Plain language is friendly and conversational:
 

•	 Emphasise important points first. 
•	 Use an active, personal voice (e.g., use “you should” rather than “one should”). 
•	 Use short sentences and common, everyday words, instead of medical jargon.  

Sometimes, doctors try to impress their patients with their erudition, by using long and 
complex medical terms. You may actually end up scaring your patients away, because they 
may feel that if you cannot take the trouble of explaining things properly, you will not be 
able to provide good medical care.

Conversational language is a far better way of encouraging a dialogue, because your 
patients will be more likely to remain silent and hide the fact that they do not understand 
what you are saying if you use words they are not familiar with. Some examples of preferred 
plain language for common medical terms are:

Analgesic = pain killer
Contraception = birth control
Hypertension = high blood pressure
Lipids = fats in the blood
Monitor = keep an eye on
Oral = by mouth

Lots of doctors give their patients educational hand-outs and brochures and feel they 
have done their job as far as educating their patient goes. The problem with this approach 
is that the written word is not interactive. It cannot:
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•	 Answer questions that the patient asks 
•	 Provide alternate ways of explaining things
•	 Be easily understood by the readers if their reading level is too high

What’s more, while creating suitable patient educational materials in plain language is 
an important step in the right direction, it is not enough. It is important for your staff to 
create a “blame-free” environment in which patients with low health literacy can seek help 
without feeling ashamed, intimidated or stigmatised. Please do not blame patients with 
limited literacy for their lifestyle and health practices. Low literacy limits opportunities 
and resources, and reduces the control they have over their lives. They do not have the 
luxury of being able to make informed choices about their lifestyle. They feel powerless 
and helpless – and they often are. Please don’t wash your hands off their problems or 
treat them as second-class citizens -they need your help and kindness much more than 
other patients do, simply because they are feeling vulnerable and lost. If you treat them 
with respect, your staff will also do so.

Most doctors feel they have excellent bedside manners and communicate well with their 
patients, so they think they do not need to worry about these fundamentals! However, 
as George Bernard Shaw pointed out, “The main problem with communication is the 
assumption that it has occurred.” 
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CHAPTER 7

Improving Doctor-Patient Communication: 
Bridging the Gap

Many view interpreters as neutral individuals who transmit 
information back and forth - the “interpreter as a conduit” 
model. In real life, however, interpreters are often active agents, 
negotiating between two cultures, and assisting in promoting 
culturally competent communication. The translation may not 
be literal and may involve the use of metaphors and ideas that 
have no direct equivalent in the second language. This role is 
closer to that of a co-diagnostician, as interpreters decide which 
medical information is valuable, seek illness-related information 
independently, and participate in the diagnostic process.
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When people talk about the need for health literacy, they often think first about what 
learners need to do for themselves. However, there is also a pressing need to teach 
doctors, nurses and medical students how to communicate more effectively with low-
literacy patients. It is important for health care providers to speak the language of the 
patient - after all, there’s little point in making a brilliant diagnosis if the patient ends up 
not following the doctor’s advice because he did not understand what the doctor said! 

Literacy results from an interaction between the reader and the writer and it is not fair to 
criticise a patient’s reading skills without considering the skills of the author. The mismatch 
between what people need and what the healthcare system offers is unhealthy and can 
be deadly. Too often, there exists a chasm of knowledge between what doctors know and 
what patients understand. Both parties are equally responsible, and to understand why, 
we need to look at two concepts – the Curse of Knowledge and the ASK Problem.

“The Curse of Knowledge”. The curse of knowledge, otherwise known as the paradox of 
expertise, is one of the reasons experts have trouble using plain language to communicate 
their ideas to others who do not share the same level of expertise. Doctors spend a great 
deal of time with other doctors, but not enough with patients with limited literacy skills, 
which means while they speak fluent “medicalese”, they find it hard to talk to patients in 
plain language. 

The “ASK” Problem stands for the Anomalous State of Knowledge. This occurs when the 
patient does not have the knowledge needed to ask the right questions to make a sound 
decision. In order to ask good questions, we must have fundamental understanding of the 
problem at hand. The more complex the nature of the information to be processed, the 
more difficult it is to ask the right questions. 

To solve these issues, both patients and doctors need training in how to better 
communicate with each other. For low literate patients, remember that the spoken word 
is far more important than written communication. Here are some tips for clear verbal 
communication. None of this is rocket science – its simple common sense. Just pretend 
you were explaining diabetes to your 75-year old grandmother who is hard of hearing and 
you will know what to do.
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•	 Organise your information. 
•	 Use common words, not technical jargon. 
•	 Give your patients a chance to express how they feel and to tell the story of their 

illness. 
•	 Make direct eye contact. 
•	 Use written information as a backup. 
•	 Plan with your patients what they can do. 
•	 Let your patient know what you are thinking. 
•	 Explain procedures and take permission for every examination. 
•	 Focus on your patient, not on your notes, X-rays or the computer screen. 
•	 Check that your patients have understood what you have said. 
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Translation and Interpretation

It is difficult to achieve seamless communication between patients and doctors, even 
when they speak the same language. When there are language and cultural barriers, the 
difficulties get multiplied manifold. It may seem an easy solution to simply translate your 
pamphlets and materials into local languages. However, because of cultural differences, 
they will not be as useful because values and beliefs wouldn’t match. This makes translating 
patient educational materials a challenging task. 

Before you embark on translating yourself, check to see if there are appropriate materials 
already available in the languages you need – there is no need to reinvent the wheel. A 
few excellent websites to check include: Health Information Translations @ (http://www.
healthinfotranslations.org/); Ethnomed (@ http://www.ethnomed.org); Spiral (@ http://
www.library.tufts.edu/hsl/spiral/index.php) and Healthy Roads Media (@ http://www.
healthyroadsmedia.org). It is high time that the Indian government creates a free library 
of patient educational materials in regional Indian languages.

If you decide to translate the material yourself, be sure to enlist the help of your patients! 
Foods, customs, traditions and rituals are widely different between cultures and they must 
be relevant to the reader in order to ensure comprehension. Once translated, materials 
should be translated back into English to ensure that no changes in meaning or content 
have been introduced. 

Interpreters can assist in improving health literacy. Many view interpreters as neutral 
individuals who transmit information back and forth - the “interpreter as a conduit” 

https://www.healthinfotranslations.org/
http://www.healthinfotranslations.org/
http://www.healthinfotranslations.org/
http://ethnomed.org
http://www.ethnomed.org
http://www.library.tufts.edu/hsl/spiral/index.php
http://www.library.tufts.edu/hsl/spiral/index.php
http://www.library.tufts.edu/hsl/spiral/index.php
http://www.healthyroadsmedia.org
http://www.healthyroadsmedia.org
http://www.healthyroadsmedia.org
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model. In real life, however, interpreters are often active agents, negotiating between two 
cultures, and assisting in promoting culturally competent communication. The translation 
may not be literal and may involve the use of metaphors and ideas that have no direct 
equivalent in the second language. This role is closer to that of a co-diagnostician, as 
interpreters decide which medical information is valuable, seek illness-related information 
independently, and participate in the diagnostic process. 

A good interpreter serves as more than just a translator. He provides a cultural bridge 
between the patient and provider. “As interpreter, my heart is with the patient. I interpret 
what the patient feels and where he is coming from. But my mind is with the provider – 
where their knowledge, their wisdoms and their scientific values are. “(Navajo Interpreter)

The use of family and friends as interpreters is not always in the best interests of the 
patient. Unless the situation presents an emergency, there may be issues relating to 
confidentiality, conflicts of interest, and a lack of familiarity with medical terms. Untrained 
interpreters may miss, add, or substitute information, and they often do not understand 
the importance of interpreting everything the patient says. 

They are likely to include their own thoughts and opinions and impose their own judgments 
as they speak. For example, if a family member knows someone that was cured of a similar 
condition using a certain medication; he may be convinced that the same medication will 
work on everyone else.. That family member may not understand that differences between 
patients can mean significant differences in treatment needs. In addition, it is very difficult 
to be objective when you are talking about a loved one. Last but not the least, patients 
themselves may be less likely to be open about confidential or personal information with 
certain family members and friends. Where possible, a trained health interpreter is best. 
If one is not easily available, you can use online interpreters using Skype, and there are 
also commercial organisations that offer these services over the telephone.

The health issues encountered by immigrants reveal the need for interactive, two-way 
health literacy efforts. True dialogue can only be achieved if health literacy is perceived as 
a goal for both the patient and the provider. In the centre column are suggestions for both 
sides to improve the likelihood of a successful health outcome.
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Source: Kickbusch I, Wait S, and Maag D. Navigating Health. 2005. The Role of Health Literacy. 

Patient navigation and patient advocacy

In your practice, you may wish to consider using patient navigators or patient advocates, 
who help low-literate patients with the complex process of managing their health. In 1990, 
Dr. Freeman established the first Patient Navigation programme at a hospital in Harlem, 
New York, USA when he noticed that many poor or low-literate patients were either 
avoiding cancer screening altogether, or not following through on their abnormal test 
results. The purpose of the programme was to help improve access to cancer screening 
and ensure proper follow-up among poor patients. A five-year review showed that the 
survival rate for cancer patients had increased from 39% to 70%! 

Poor patients face many barriers in receiving cancer screening and appropriate follow-up. 
These include: financial constraints; transportation hassles; and bias amongst healthcare 
staff. Patient navigators can guide patients interpret test results (e.g. possible cancer), 
take them through complex procedures in cancer care and help ensure they get the right 
tests and follow-up done at the right time. They can also ensure adequate respect and 
compassion for the patients.

Patient Advocates (@ http://www.patientadvocate.org) are similar to patient navigators, but their 
role is expanded to include help with filling out complex forms, accessing healthcare 

http://www.patientadvocate.org
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and disability services, and negotiating financial issues such as medical debt. They help 
patients navigate the maze of health insurance throughout their care. 

Patient advocates come from healthcare professions including nursing, medicine, and 
social work. They use their skills to help patients make the right decisions for themselves.
The most effective patient advocates are trained in low literacy and cultural communication 
issues. 
Many hospitals run a separate Department of Medical Social Work and medical social 
workers are specially trained professionals who help patients’ access affordable care. 

Health Coaches

Most doctors tell patients to improve their lifestyle in order to remain healthy. However, 
no matter how well intentioned your patient maybe, we all know that it’s hard to lose 
weight, stop smoking, and start exercising. Even if your patients know what they need 
to do, actually incorporating these changes in their daily behaviour can be very difficult. 
This is where health coaches come in. A health coach is trained to help people break 
their health goals into manageable steps, nudge them in the right direction, track their 
progress, and identify and overcome personal roadblocks. 

Like traditional coaching, health coaches utilise goal setting, obstacle identification, and 
use of personal support systems, thus setting up an accountability partnership that is 
focused on helping people reach their health goals. Doctors just don’t have enough time 
to spend with their patients going over nutrition, lifestyle and stress reduction. Health 
coaches can fill that gap, thus preventing their problems from becoming worse.

Learning from patients 

Communication is a two-way street, and your task is not only to teach your patients, but 
to learn from them as well. If you keep your eyes, ears and mind open, you will find that 
patients have expertise that can be used and shared, if they are involved in their own 
treatment plan. You owe it to your patients that they feel respected and treated as people 
who bring practical experience to the table. Therefore: 

•	 Make use of the expertise that your patients bring as learners. 
•	 Respect, involve and appreciate them. 
•	 Recognise that patients can teach health professionals. 
•	 Support organised learners’ groups and activities.
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CHAPTER 8

TRANSLATING HINDI TO ENGLISH: 
EXPERTS NEEDED
Dr. Mahesh Sharma

One of the biggest issues with Hindi translation today is the lack 
of uniformity in the use of a “Hindi (Devanagari) Font”. There are 
dozens of fonts in use, and the lack of standardisation makes life 
very difficult for the Hindi language translator.
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Medical translation is one of the most difficult forms of translation. A medical translator 
has to use culturally sensitive language and accurate medical terminology to convey the 
intended meanings of medical documents. A medical translator needs to make sure that 
all information, terms, and instructions in the source documents are translated with 
perfect accuracy, because even a minor mistake can have devastating effects on patients 
and their family members. Medical translation is best performed by someone who has 
enough medical expertise to ensure accuracy, which is why this is a great opportunity for 
retired doctors and nurses. 

Thanks to globalisation and the rapid dissemination of medical research, medical 
technology, and medical devices, there has been a significant increase in the demand 
for medical translators. Along with requiring specialised scientific knowledge, medical 
translation requires the translator to have superlative language skills. This is because there 
are a large number of medical terms that are not easy to translate into other languages. 
Due to the increasing number of new medical terms and novel scientific ideas every year, 
translating and localising medical contents has become much more complex.

Medical translation can cover the entire gamut of the medical field, from the packaging 
of medicines; to instruction manuals for medical equipment; to medical books. A medical 
translator needs to possess outstanding reading and writing skills, so that he or she can 
fully understand the meaning of the source language; and transmute the information with 
perfect accuracy and good fluency in the target language. Not only should the translator 
be able to read and write in both languages, he should be able to think and dream in that 
language as well. It is important to be able to simplify and use an easy-to-understand, 
conversational style when translating medical documents written for patients.

The most important skill of a good translator is fluency, which enables the translated 
document to flow smoothly and read well. However, interpretation of flow is very subjective, 
and there is no simple benchmark by which the standard of translation can be judged. 
This why a translator must be highly skilled before taking on medical translations. Any 
translation that is done well will depart from the semantics and structure of the original 
source language. Grammar is inherently diverse across different languages, and a good 
translator will retain the meaning of the translation, rather than the original grammatical 
properties of the source text.

Medical vocabulary is complex, and it cannot be translated well by someone who has 
only average language skills. The translator should be familiar with the formal writing 
style used medical books and journal articles, so that the translated documents will look 
professional. However, the style of writing can vary from one medical document to another. 
For example, translations of medical marketing materials can follow a more informal style 
and tone, whereas a clinical study report must be more structured. 
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Acronyms and abbreviations are widely used in medicine and these can confuse an 
inexperienced translator. Thus, BP may stands for blood pressure or bipolar disease; while 
NVD means nausea, vomiting and diarrhoea or may also mean normal vaginal delivery. 
Hence, translating medical terms is tricky and needs expertise and experience. 
Typically, medical translators are of two kinds - general and specialist. A general medical 
translator needs to translate documents for the use of a layperson, such as those working 
in the administration of a hospital, or those giving patients instructions. Such a translator 
only needs to have basic medical knowledge. A specialist medical translator, on the other 
hand, translates technical and scientific documents that contain specialised details, such as 
those found in medical journal articles. He or she must possess an in-depth understanding 
of the specialisation, including all the medical terms that are used. 

Quality assurance is the biggest challenge a medical translator faces. How does one ensure 
the accuracy of the translated document? The simplest option is to get a skilled assistant to 
review and edit it. It is also very important to have an end user review the final translation for 
readability. Formal protocols for translation and validation have also been developed, which 
involve forward and back-translation and group-validation to ensure the meaning is not altered 
as a result of the translation (a process called post hoc conceptual equivalence rating.) 

For example, a “back-translation” is a translation of a translated text back into the 
language of the original text, made without reference to the original text. Comparison of 
a back-translation with the original text is sometimes used as a check of the accuracy of 
the original translation, much as the accuracy of a mathematical operation is sometimes 
checked by reversing the operation. But while useful as approximate checks, the results of 
such reverse operations are not always reliable because words, unlike numbers, are often 
ambiguous and may carry an intended meaning beyond their literal meaning.

This is often a problem with simplistic online tools like Google translate. Today there are 
CAT (Computer-Aided Translation) tools available, which enable translators to facilitate 
faster, more consistent translations. These include machine translation (MT), machine-
aided human translation (MAHT) and interactive translation that use software to translate 
text from one language to another. On a basic level, MT performs simple substitution 
of words in one language for words in another, but that alone cannot produce a good 
translation of a text, because recognition of whole phrases and their closest counterparts 
in the target language is needed. 

Solving this problem with statistical techniques is a rapidly growing field that is leading to 
better translations. Just how good is the output from Google Translate? Well, it depends. 
Sometimes it is terrible, but other times it is effective. It clearly depends on the subject 
matter and language pair being used. While Google Translate can be a good tool to assist in 
translation, it cannot yet replace a human translator. There are many nuances in languages 



49

and translation that a statistical approach or a computer program can’t “understand”. If 
you are looking for a quick rough translation, Google Translate is great. For a high level 
professional translation, at the very least, someone skilled needs to edit the translation. 

There are also a number of technical problems that still need to be ironed out. One of the 
biggest issues with Hindi translation today is the lack of uniformity in the use of a “Hindi 
(Devanagari) Font”. There are dozens of fonts in use, and the lack of standardisation makes 
life very difficult for the Hindi language translator.

Medical translators serve to bridge the gap between health care providers and patients, 
which is why they have a pivotal role to play in taking health literacy to the masses. India 
is a diverse country and we need linguistically proficient and culturally sensitive medical 
translators who can translate health information materials into local language. 
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CHAPTER 9

ACCURATE, ACCESSIBLE, AND ACTIONABLE 
HEALTH MATERIALS: 

Easy-reading Isn’t Enough!

You might think that readability formulas measure reading ease 
or comprehension, but they do not. They only count syllables, 
words, and sentences to calculate a grade level score, and ignore 
everything else. If the grade level score is high, it means the 
material is too difficult for most readers. However, a low score 
does not always mean the material will be easy for readers to 
understand because short words and sentences are only one of 
many things that help readers make sense of the document.
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While it is the patient’s responsibility to carry out the doctor’s advice, it is the responsibility 
of healthcare providers as well to offer health educational materials that are easy to 
understand, culturally relevant, and motivating. Written materials still make up the 
majority of health information for patients, but most are written at too high a reading 
level for an average patient to understand. In fact, the four common shortcomings of 
written health material include:

•	 Too much information. Long pages crammed with text discourage people with 
limited reading ability and obscure important points for all readers.

•	 Too high a reading level. Since most material is written by people with extensive 
educational backgrounds, the reading level is simply too high.

•	 A lack of interaction, which results in poor recall.
•	 The use of difficult words that are not defined with examples.

While many doctors believe they can solve this problem by simplifying the language of 
their documents, the truth is that making the text easier to read only marginally improves 
comprehension among patients with low literacy skills. This is because low-literate patients 
have different ways of looking at text. With this group, it’s important to remember that:

•	 If just text is presented, low literate readers may try to form their own mental visuals 
and connect them with the text. This is a complex task, at which many fail. 

•	 When low-literate patients read, they usually focus on each word rather than on 
key concepts.

•	 Low-literate adults let their eyes wander around the page and have difficulty finding 
key points. 

•	 They have trouble scanning text, so they may miss important concepts.

You need to routinely ask yourself: How suitable is your material for patients with low 
literacy skills? Will they be able to understand the information provided? A quick way to 
assess health information is to use the 3 A’s: Accurate, Actionable, and Accessible.

Accurate: Does the information correctly describe the condition or treatment?
Accessible: Is the information not only easily available to your patients, but is it also 
accessible in terms of its reading level, cultural suitability and relevance?
Actionable: Are there clear action steps provided for the patient to follow?

Three approaches can help answer these questions: 

1. A checklist for easy-to-read health education materials
2. A readability analysis, and 
3. An analysis using an instrument called Suitability Assessment of Materials.



52

Let’s begin with the checklist for easy-to-read health education materials:

ü	The presentation is attractive. It is clear what the material is about and for whom 
it is intended.

ü	Only one or two objectives are covered – no information overload.
ü	The piece uses headers and summaries to organise and reinforce information
ü	The writing is active rather than passive
ü	The reading level is 5th grade or lower (short words with one or two syllables)
ü	The piece uses little or no technical jargon
ü	There is ample white space
ü	Culturally relevant pictures of people and places are included
ü	Interaction is invited with the use of questions or suggested behaviours
ü	Bulleted lists are used instead of wordy paragraphs

As you review your materials, check off the attributes on the list. You may find that part of 
the material meets the checklist, while other parts do not. This difference indicates areas 
that may require extra teaching or the use of supplemental materials. You do not have to 
discard materials that aren’t perfect, just be aware of their shortcomings and compensate 
for them. The effectiveness of the materials you use will increase if you read them aloud 
to your patients, and highlight important points while doing so.

While medical jargon can be difficult to understand because it often has many syllables 
and refers to complex technical concepts, what about supposedly simple words we think 
most people would comprehend?

Multiple interpretations – Words like “may” and “might” are vague and can confuse 
patients. Scientists know that if a medication may help, it also may not help. However 
many patients interpret “may” and “might” as “will” and assume that the prescribed 
medication will help. You’ll need to explain the difference.

Acronyms - Acronyms use the first letter of words to create a shorthand version of a 
phrase. For example, CAT refers to Computed Axial Tomography or ADL for Activities of 
Daily Living. Do not assume your patients know what any of these acronyms mean. To help 
your patients understand, the first time an acronym is used, explain what it means and 
write it down for them.

Readability formulas

To check how reader-friendly your text is, you can use a number of online readability 
analysers. A good resource is “8 Readability Web Tools to Test Your Writing Quality,“ 
which is available @ http://www.makeuseof.com/tag/writing-reader-friendly-check-8-

http://www.makeuseof.com/tag/writing-reader-friendly-check-8-readability-testing-web-tools/
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readability-testing-web-tools/. For a general patient population, you want your materials 
to be written at a 6th grade level or lower. If you know you have many patients from 
disadvantaged backgrounds, you may wish to lower this reading level even further.

You might think that readability formulas measure reading ease or comprehension, but 
they do not. They only count syllables, words, and sentences to calculate a grade level 
score, and ignore everything else. If the grade level score is high, it means the material is 
too difficult for most readers. However, a low score does not always mean the material 
will be easy for readers to understand because short words and sentences are only one 
of many things that help readers make sense of the document. Formulas cannot measure 
whether the purpose is clear, the words are familiar, or the explanations make sense. They 
don’t clarify whether the main points are easy to find, whether the formatting helps to 
guide the reader; if the text is too small or the page is too crowded.
 
These issues are better addressed using SAM (Suitability Assessment of Materials), which 
was developed by Ceci and Len Doak, pioneers in the field of teaching patients with 
low literacy skills. SAM offers a score (a percentage) that falls into one of three levels: 
superior, adequate, or not suitable. You can download this book free @ (http://www.
beginningsguides.com/upload/SAM-for-Beginnings.pdf)

There are also commercial organisations that offer paid services to help design patient-
friendly materials. For example, Communicate Health (@ http://www.communicatehealth.
com) is the website of a team of health literacy experts who provide consulting, writing 
and editing, user-centred design, and knowledge transfer. 

Photonovels 

Photonovels are a clever way of reaching out to your patients. These are storybooks, that 
use photos to tell a story, and they can be created by patients themselves. From Junk Food 
to Healthy Eating: Tanya’s Journey to a Better Life @ http://www.photonovel.ca), is a good 
example. This photonovel was written by immigrant women in Canada who created the 
script and the characters for the story, took the photographs, and constructed the book 
themselves. As one said, “You don’t need English to understand it, you just have to point 
at the picture and look at it.” The photonovel became a useful tool towards greater health 
literacy because it made the subject matter comprehensible to the target patient. 

Speaking Books 

Books of Hope is a company that publishes “speaking books” that are directly aimed 
at people with low literacy skills. The books are created in 15 languages and cover 45 

http://www.makeuseof.com/tag/writing-reader-friendly-check-8-readability-testing-web-tools/
http://www.beginningsguides.com/upload/SAM-for-Beginnings.pdf
http://www.beginningsguides.com/upload/SAM-for-Beginnings.pdf
http://www.communicatehealth.com/
http://www.communicatehealth.com
http://www.communicatehealth.com
http://www.photonovel.ca
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important topics such as HIV/AIDS, malaria, immunisations and depression. One of the 
malaria books was converted into an animated version that can be viewed on a mobile 
phone. The books are used in India, China, South America, and the USA and over 300,000 
have been purchased by sponsors. @ http://endtheneglect.org/2011/06/speaking-books-
bringing-hope-to-low-literacy-populations/)

Comics and Graphic Novels 

Medikidz (@ http://www.medikidz.com/) produces comic books especially for children. 
These cover a wide range of topics, ranging from leukaemia, ADHD, swine flu and broken 
bones. The comics have an engaging story line because they are built around action heroes 
with whom children can identify. Not only are they medically accurate, they are fun to 
read and are attractively produced. 

If you want additional inspiration as to how artists and doctors are using graphics to discuss 
health and illness, please visit http://www.graphicmedicine.org/. In addition to reviews of 
health-related comics, Graphic Medicine offers articles and podcasts. 

When it comes to evaluating health materials for your patients, it’s important to not 
rely on any one tool, especially an electronic tool, to replace your own experience and 
judgment. Just as we know we can’t depend on an automatic spell-checker to correct all 
our mistakes, we cannot rely on a machine to assess our materials on its own. 

You know your patients better than anyone else, and your patients should play a key role 
in determining the suitability of the materials you use. Please utilise the expertise and 
assistance of your patients in developing your own materials. I am always amazed by how 
poorly doctors make use of the extensive skills that their patients have. Patients are true 
experts on their illness, and many will be happy to help you develop suitable materials to 
help educate other patients. 

In a sense, patients are the largest untapped healthcare resource, and doctors need to 
make better use of them. Some of your patients may be graphic designers; others may be 
teachers, and others may be willing to translate your materials into local languages. Ask 
them for help. They will be happy to volunteer their services. By working together, you can 
ensure your materials help serve your patients better. 
It’s important that patients have access to trusted reliable sources of information – and 
patients would rather get this information from their doctor, whom they trust.

One of the key responsibilities of a doctor is to teach his patients - both about his illness, 
as well as how to remain healthy! Since I’m an IVF specialist, my focus is on educating 
patients about IVF and infertility. My personal blog @ http://www.blog.drmalpani.com is 

http://endtheneglect.org/2011/06/speaking-books-bringing-hope-to-low-literacy-populations/
http://endtheneglect.org/2011/06/speaking-books-bringing-hope-to-low-literacy-populations/
http://www.medikidz.com/
http://www.graphicmedicine.org/
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the viewpoint of a practicing opinionated IVF physician, and while I don’t claim that I have 
all the answers, I believe my viewpoint can provide valuable insights to infertile couples.

I like teaching and I think I am good at it. I get a lot of positive feedback and encouragement 
from my patients, who tell me how helpful they find my blog and our websites. Thanks 
to the ubiquity of the internet, I can now reach out to thousands of patients from across 
the world. I like being able to leverage technology, because it enables me to positively 
influence the lives of many more couples than I would have been able to, had I been 
restricted to educating patients in real life. 

There are a lot of other advantages as well. Thanks to my blog, I’m forced to learn, keep up-
to-date and sharpen my thinking. Every time I write, I also have to do my homework to make 
sure I am providing patients with reliable information. There are many controversial issues 
in IVF, and I have to make sense of fairly complex issues when I write a post. Articulating 
where I stand and presenting my viewpoint in a public forum, where others can critique 
it, helps me to clarify my thought processes. As Sir Francis Bacon said, “Reading maketh a 
full man, conference a ready man, and writing an exact man.”

Teaching patients is good for my professional reputation. It is also very good for my practice, 
and infertile patients who want high quality personalised medical care from an expert will 
come to our clinic from all over the world. Teaching patients has taught me to be creative. 
While I personally prefer learning by reading books, I have found that not many patients 
like reading, because they find it boring. This is why I partner with artists, film makers and 
graphic companies to repackage text into comic books, e-learning courses and videos – 
all of which form an unique library of novel patient educational materials that patients 
appreciate and other doctors admire (@ www.ivfindia.com). 

Making services more patient-centred creates a lot of energy and fun. Patients are the 
experts of their lives and have a lot of power – after all, they are the fuel of the engine 
of patient-centred innovations. “Let patients help” was the title of the performance of 
e-Patient Dave at the TEDx conference in Maastricht. Our patients have shown that they 
are ready for this new participative role. We as doctors should trust them and should 
realise that listening to patients is the best catalyst for change. Thanks to my patients, 
I learn all the time - and I feel that as long as I remain curious and enjoy learning, I will 
remain young and productive!

http://www.ivfindia.com
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CHAPTER 10

HEALTH LITERACY OUTSIDE THE  
DOCTOR’S CLINIC: 

It Takes a Village

One of the most effective ways to deal with health literacy issues 
is through a multi-disciplinary approach. It may seem like extra 
work for you initially, but if you can help build a network of 
support for your patients both in and out of the clinic, you will 
actually reduce your burden. You will also be seen as a supportive 
and caring doctor in the community, and this will mean that 
patients will prefer coming to you.
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Health literacy is not an issue just for the doctor’s clinic. It affects the whole community 
and since prevention is better than cure, we need to work on improving the entire 
community’s health literacy rather than work on only one patient at a time. 

There are myriad opportunities to improve a community’s health literacy skills and just 
as communication requires at least two active participants, community health literacy 
programs also thrive on partnerships. These efforts enable literacy experts and health 
professionals to share ideas and resources, leverage funds and expand networks. Doctors 
need to step outside the four walls of their clinics and engage with the community if they 
hope to have a significant impact on public health. The good news is that because doctors 
are highly respected members of society, they will usually find it easy to do so, if they are 
willing to invest their time and energy. 

Community development approaches

Most people, especially people with low literacy, get most of their health information 
through word of mouth. The information which doctors in “five star hospitals” provide 
is not always seen as credible, because poor patients often believe, quite justifiably, that 
doctors working in hospitals live in ivory towers and inhabit a world which is completely 
different from theirs. This is why the advice they give is usually impossible to implement 
in real life. (For example, a doctor may tell the mother to wash her hands before preparing 
food in order to prevent her child from getting repeated attacks of diarrhoea. But if her 
taps are dry, where will she get the water from?) Rather than view this as a barrier to 
effective health communications, why not approach it as an opportunity? This requires 
a somewhat different role for many health professionals. Rather than viewing their role 
as providing health information directly, they need to act as facilitators, and to work in 
partnership with others in the community. The best partners would be patients from the 
community, who are literate enough to understand what the doctor is saying, and are 
smart enough to translate this into terms their community members can understand. 

These health literacy advocates are best drawn from the community and because they 
talk the local language; understand the local culture; and are aware of the everyday 
practical difficulties their people face, they are trusted by the community. They can help 
to design customised health education tools, which are intelligible and practical enough 
to be followed by other members of their community.

All this may require tapping into existing community networks, such as peer groups, social 
workers, religious gurus, and political workers. An excellent example of this is the work 
PUKAR (@ http://pukar.org.in/) has done with using barefoot researchers to improve 
healthcare in a slum in Mumbai. 

http://pukar.org.in/
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Participatory health education. A variety of literacy and public health programmes have 
enabled low-income, low-literacy individuals to actively explore health issues of concern 
to them. Health professionals take part, not as experts, but as one among a group of 
equals that includes people with various life experiences and levels of education. 

There are many barriers that keep the poor - especially poor women - from using available 
health resources. By working together, health workers and groups of people can bring 
about changes in the medical system so that it becomes a resource rather than a hurdle 
for citizens, as they try to solve their health problems. The poor maybe illiterate, but they 
are thirsty for knowledge, which can help them to improve their lives and those of their 
children. The medical system will not change on its own, though. It will change only when 
people demand it, and when they offer creative ways to bring the health care that people 
need within the reach of all. Participatory approaches enable individuals to become more 
confident and identify ways in which they can gain more control of their health. They can 
then go on to teach what they have learned to others. 

Here are some opportunities which can be explored:

A. Integrating health literacy into adult basic education

Adult educators work directly with people who face problems with health literacy. The 
significance of health literacy classes might be visualised as a pebble thrown into a pond. 
It starts with an initial splash: students learn information and acquire skills to improve 
their own health behaviour. Then, they share their learning in expanding circles of positive 
influence through family, friends, and community. Sharing information helps them to take 
ownership of it, thus increasing likelihood of later use.

Adult educators are experts in teaching. They can play an important role in supporting the 
activities of health professionals by improving their students’ ability to:

•	 Ask clarifying questions in order to understand a problem better
•	 Locate information related to a specific health problem
•	 Fill out forms and ask for help in doing so
•	 Navigate a hospital
•	 Understand test reports and results
•	 Read and understand medication labels and prescriptions

This is an opportunity for learning to solve real life problems, and their students are much 
more likely to remember these lessons, because they are directly relevant and help them 
to solve their day-to-day difficulties.
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Some adult educators may be reluctant to deal with health issues. They feel that because 
medical research and information evolves so rapidly, it is impossible to them to stay 
on top of it all, and they fear giving incorrect information to their students. However, 
it is not necessary that adult educators also be experts in health education. The most 
important approach to use for adult learners is skills-based education, which focuses on 
the fundamental reading, writing, math and communications skills that people need in 
order to manage their healthcare. A benefit to this approach is that it is transferable to 
other areas of daily living beyond health. Adults who are able to ask clarifying questions, 
navigate new buildings and environments, advocate for themselves and understand 
instructions can improve not only their own healthcare but their children’s education as 
well! Adults who learn to assert themselves become politically more aware, and function 
better as citizens who are not afraid to speak up.
In addition, adult education classes help students to:

•	 Interact with bureaucracies and find their way around hospitals
•	 Better understand their rights and responsibilities as patients 
•	 Understand and follow written and verbal instructions
•	 Administer medicines safely based on a prescription or the label
•	 Find and make sense of health information to help patients in decision-making

B. Integrating health literacy into children’s education

The Robert Wood Johnson foundation, well known for funding innovative and effective 
health education programmes, has chosen an inspiring project on health literacy: puppet 
shows! The MicheLee Puppets travel the state of Florida in the United States, showing 
parents and children ways that help kids eat nutritious food for better health. The goal is 
to counter the problem of childhood obesity. An advantage with plays and puppet shows 
is that families watch them together, and reinforce each other’s learning at home. 

C. Health literacy through gaming and role-playing

Gaming is another way to involve the whole family. Games have the advantages of being 
engaging, interactive, fun, personalised, and accessible 24/7. They can simulate real 
situations without presenting any real risks. And of course, people of every age enjoy games.

Researchers at James Madison University in Virginia, USA, developed an interactive game 
called “Face the Case,” which is an online role-playing game. Players are given “cases” or 
health situations involving health literacy issues, such as a cancer patient who wants to 
explore alternative treatments, or a person who needs home-based health care. They need 
to acquire necessary skills to solve the problems presented. The 30 cases in the game present 
various health literacy issues, all of which must be solved in order to win the game.
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Games can also be used to increase empathy with others, which is an important part 
of improving communication between doctors and patients, and between patients and 
caregivers. At the Games for Health 2011 conference, Dr. Doris Rusch presented a game 
called “Elude”, which is designed to educate people to support others with depression. 

Fitwits (@ http://www.fitwits.org) is a research project from Carnegie Mellon University in 
the US that is designed to help prevent obesity and improve health literacy simultaneously. 
Since 2007, Fitwits uses fun cartoon characters, the Fitwits and the Nitwits, to provide a 
hands-on educational experience that teaches basic health information about obesity and 
helps to transform unhealthy behaviours into healthy ones. Fitwits provides parents with 
an easy way to initiate conversations about obesity with their kids at home, and teachers 
can use Fitwits in the classroom to engage students in learning about their health. Finally, 
paediatricians can use Fitwits to lower barriers to talking about obesity and obesity-related 
illnesses with their patients.

D. Driving home the message through storytelling

Health information needs not only to be accurate, but enjoyable and inspirational as well. 
The real health literacy challenge may not be a lack of information, but rather the ability of 
the healthcare consumer to act on that information. Anything that can improve that ability 
is worth trying. Story telling is a great way of ensuring that the message sticks. Patients 
dealing with a diagnosis of diabetes, for example, often learn far more from hearing stories 
told by other diabetics than they do from information sheets, tables of foods, and sample 
menus that are dry and boring. Storytelling makes problems and solutions come alive, 
because it’s easier for listeners to relate to stories. Storytelling is a valuable tool in the 
quest to improve health literacy – and the good news is that all of us have lots of stories 
to share – we just need to learn how to do so.

E. Spreading the message in schools. 

While solutions to low health literacy understandably target adult populations, primary 
and secondary schools are important partners in crafting long term solutions. Schools 
are responsible for developing lifelong learning skills, and just like schools teach students 
physics and calculus, they need to teach them how to remain healthy by transforming 
health education into health literacy education. Such a student will be:

•	 A critical thinker and problem solver, who can make sound judgments for himself. 
•	 A responsible, productive citizen who avoids behaviours such as unsafe sex, drunk 

driving or smoking, which place his health or that of others at risk. 
•	 A self-directed learner, who has a basic knowledge of health promotion and disease 

prevention, and can grow this knowledge throughout his life. 

http://www.fitwits.org


61

Health literacy is as important as “teaching a man to fish” rather than just giving him a 
fish. Many countries have designed standards to guide schools in implementing effective 
health education classes. These will help today’s students to gain the skills necessary to 
become health literate adults of the future. In this context, the National Health Education 
Standards (NHES) from the US can be viewed @ http://www.cdc.gov/HealthyYouth/SHER/
standards/index.htm.

F. Integrating the skills to teach health literacy into medical and nursing education

Health professionals may feel frustrated when confronting patients with low literacy 
skills because their education and training did not provide them with the tools needed to 
work with these patients. Research has shown that health professionals lack awareness, 
knowledge, and skills related to teaching health literacy, and that many best practices for 
effective communication with low literate patients are not routinely used by physicians 
(Coleman, 2011). Health professionals cite three barriers to screening for health literacy 
in their practices: lack of time, lack of reimbursement, and lack of expertise.

According to DeWalt et al (2010) the three best practices to improve health literacy that 
health professionals need to follow include:

1. Plain language: Use common words when speaking to patients

2. Slow down: Speak clearly and at a reasonable pace.

3. Teach-back: Ensure patient comprehension by asking them to teach back the 
information and instructions received in every encounter.

Your non-medical clinic staff can be a valuable resource in communicating with low-literacy 
patients, so make use of them. Many of them are fluent in the local languages and can act 
as a bridge between you and your patients. 

G. Health Literacy in Libraries

Libraries are playing an important role in supporting efforts to improve health literacy. 
Margot Malachowski, a medical librarian, believes libraries are poised to play a greater role 
in “patient activation,” or helping to motivate people to find out more about their health 
(Malachowski, 2011). Consumer health libraries (such as HELP – the Health Education 
Library for People, @ http://www.healthlibrary.com) can also help to empower people by 
providing them with the health information they need. 

http://www.cdc.gov/HealthyYouth/SHER/standards/index.htm
http://www.cdc.gov/HealthyYouth/SHER/standards/index.htm
http://www.healthlibrary.com


62

H. Teaching health literacy using popular television programming

In one experiment school students in the USA were shown a clip from the popular medical 
TV show, “ER”, in which an elderly man complained of chest pains, followed by a discussion 
of the possible causes of chest pain. Then a second clip was shown, in which a doctor 
suggests that the man may be having a heart attack. This was followed by a discussion of 
the causes of heart attack. A third clip showed the man being diagnosed with congestive 
heart failure, followed by a summary of all points that had been discussed so far. Most 
students found the curriculum interesting, and learned a great deal from it. Integrating 
TV programming into school health classes can help to make them fun and easy to learn.

I. Patient support groups 

Patient support groups for people living with certain conditions (e.g., diabetes, HIV/AIDS, 
etc.) can be extremely useful in providing a non-threatening environment in which patients 
can ask lots of questions and discuss their needs. These groups also help patients feel less 
isolated when it comes to dealing with critical health issues. 

J. Creating social  support networks

Remember that patients have support systems to help them deal with their daily routine 
- for example, housing, transportation, and childcare. These include: social service 
organisations; temples, churches and other religious organisations, non-governmental 
organisations (NGOs), charities and workers from local political parties.

You may be able to make use of these resources to support your patients’ healthcare 
needs by piggybacking on them. If your patients already have a local social service agency 
that helps them, they may be able to assist with their healthcare needs as well. You can 
even directly connect with these resources by simply calling and asking for their help – 
most are very happy to work with doctors. 

One of the most effective ways to deal with health literacy issues is through a multi-
disciplinary approach. It may seem like extra work for you initially, but if you can help build 
a network of support for your patients both in and out of the clinic, you will actually reduce 
your burden. You will also be seen as a supportive and caring doctor in the community, 
and this will mean that patients will prefer coming to you. 

If you want to be socially responsible and improve the living conditions of the poor 
patients in your community, tackling low health literacy is a great starting point. Doctors 
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are respected members of society, and if you want to take on more responsibilities as a 
leader in your community, you can champion the cause of improving health literacy. You 
and your staff may be able to create a local team, which includes the various agencies 
listed above. In this way, you can share the load and provide the community reinforcement 
that is so important to reaching people with limited literacy skills. This also reduces the 
financial burden on each member of the team, which can be helpful when faced with 
limited resources. Just remember: health literacy is a big problem, but you don’t have to 
tackle it alone.
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CHAPTER 11

PATIENT SUPPORT GROUPS: 
BUILDING A SAFETY NET

By Vandana Gupta

Financial constraints are a major issue with patients and 
families. V Care volunteers help relatives to get cost estimates, 
fix meetings with the medical social worker, give suggestions on 
how to raise funds and which trusts or charities to approach for 
financial aid. 
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Several years ago, I was a patient in one of India’s leading hospitals, where I was being 
treated for cancer. I was educated, well informed and literate, but I still felt completely 
lost. My doctor was taciturn. It was hard to ask questions and even harder to get answers. 
My sad experience motivated me to start a support group for cancer patients when I 
recovered. The outcome was V Care.

One important thing a patient support group provides on a day-to-day basis is quick, 
feedback on a particular disease—feedback in the middle of the night, on weekends, 
during holidays, as well as throughout the week. Even a 24-hour nurse cannot provide this 
because the nurse must work from general knowledge, while patients work from specific 
knowledge of the disease in question. Patients who have benefited from patient support 
groups naturally want to bring this service to other areas of the world where it does not 
yet exist. This is how V Care came into existence. This is how health care is going to evolve, 
and this is a movement, which should be welcomed, as patients become more informed 
and more involved in their own health.
For most people, the diagnosis of cancer is a death sentence. Patients coming to a hospital 
feel intimidated by the vastness of the place and the highly technical language used by 
the physicians. The staff seems to be overworked and busy and no one seems to have 
time to spare for the patient. There is little opportunity to understand the procedures 
and they have to cope with pain, loss of dignity, vomiting, hair loss (as a consequence of 
chemotherapy and radiotherapy) besides a host of other unpleasant side effects – as well 
as the hospital bills!

There are various problems faced by the patients in the out-patient-department (OPD) 
such as filling in endless forms; lack of privacy; overcrowding; long waits and lack of 
proper guidance, that leads to patient dissatisfaction. Patients are looking for hassle-free 
and quick services and this is only possible with optimum utilisation of resources through 
multitasking and by using a single window system in the OPD.

The staff in the hospital maybe familiar with the location of labs and scanning machines, 
but patients and their families can get lost very easily in this inhospitable environment. 
Just telling them to go to a particular room number without giving them clear directions 
wastes their time and adds to their anxiety. As a support group, we are much more patient- 
friendly, and we think from the patient’s perspective because we’ve “been there, done 
that”. We become the bridge between the patient and the hospital, and guide them when 
they are stuck. We know the hospital well and can help to lighten the workload of staff 
members by assisting patients and their relatives.

Financial constraints are a major issue with patients and families. We help relatives to get 
cost estimates, fix meetings with the medical social worker, give suggestions on how to 
raise funds and which trusts or charities to approach for financial aid. Since the hospital 
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staff focuses on medical treatment, helping with financial assistance is best done by 
volunteers, who can ease the burden for patients by helping them fill in forms, so they 
can comply with the required procedures and formalities.
We can use our collective voice to help patients get better care. Thus, as a patient support 
group, we have been able to lobby the government to ban tobacco and gutka (chewing 
tobacco) in some states; ensure easier availability of morphine for pain relief; and get 
travel concessions for relatives and patients.

One of the most potent ways of moving health literacy on to policy agendas is by sharing 
the sorry stories of patients who have had difficulties with health services as a result 
of their lack of literacy skills. Patient support groups can pick and identify such stories 
and the people behind them, and make them available to policy-makers and the public 
through the mass media. 

Little differences can make a world of a difference. I remember a patient whose family 
members had not eaten anything for over 12 hours, because they were being made to run 
around from pillar to post in the unfamiliar hospital settings of a strange city. One of our 
volunteers took them to the hospital’s chief administrative officer, helped them complete 
all their paperwork and then took them out for dinner. A loving touch, proper guidance 
and the fact that – “We are with you at every step” makes all the difference to the patient 
who often feels lost and helpless.

Patients also want to learn more about their disease, its treatment and its side effects, and 
we guide them. Is it contagious? Is it hereditary? Are other family members as risk? Should 
they also get tested? As a support group of recovered cancer patients, we understand 
the need for simple, easily accessible information in local languages. We have developed 
many such booklets, to help answer the common queries of patients. Patient support 
groups can be a very valuable source of patient-friendly health information. 

When I was first diagnosed, I asked my doctor for more information about my disease. 
He just thrust a big fat medical textbook in my hands and said – Here, read this – it will 
answer all your queries. I remember being petrified because the chapter just seemed to 
be a long catalogue of all the possible complications that could occur – both as a result of 
the disease and its treatment, and how to manage these. Now while this may be useful 
information for a doctor, I thought it was callous of my doctor to burden me with all this 
unwanted technical information, most of which went over my head. In retrospect, I realise 
that he did not know any better – and didn’t have anything else to offer me. I had many 
unanswered doubts and questions - Will my hair grow back? Will I be able to have sex? Do 
I need to change my diet? Patients are plagued by many niggling doubts, most of which 
may be minor for the doctor, but are major for the patient. Whom can the poor patient 
ask? Doctors are too busy to worry about such trifles when they are busy saving lives – and 



67

patients are quite scared to ask the doctor too many questions. A support group provides 
a welcome comfort zone, where all questions can be asked and answered.

As a support group, it is easier for our members to talk to doctors, because we are well-
informed. We can help the doctor to see the patient’s perspective and we can make the 
administration understand the challenges patients face. We try to make the doctor-patient 
bond stronger so they can trust each other. Over the years, we have learned that:

•	 Patients expect doctors to fully explain the disease, cost and treatment plan, before 
hospitalisation. Sadly, most doctors still do not do a good job doing this.

•	 The attitude and behaviour of nurses and paramedical staff towards family members, 
caregivers and attendants needs to improve. The patient’s family has a key role to 
play in the patient’s healthcare, and they should be respected as powerful allies, 
rather than being treated as unwelcome intrusions. 

•	 For a health care organisation to maintain and improve its standards, constant 
monitoring of the perceptions and expectations of the patients and their family 
members is essential. Hospitals need to ask for feedback, and to act on this, if they 
want satisfied patients.

In nutshell, patient support groups have a valuable role in improving health literacy. They 
help by:

•	 Sharing experiences, contacts, and information resources; 
•	 Providing explanations for technical terms and procedures; 
•	 Offering unbiased and trustworthy advice; and 
•	 Providing reassurance, by letting patients know that they are not alone in their 

suffering.
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CHAPTER 12

IMPROVING YOUR OWN HEALTH LITERACY: 
One Step At A Time

Medicine, as both a science and art, often requires choices 
and there are no “right” answers - you need to make your own 
decisions - after all, it’s your life. While you obviously have a vital 
interest in treatment decisions and outcomes, unfortunately you 
lack the medical knowledge and skill to be able to decide alone. 
This is where the concept of health literacy comes in, so you and 
your doctor can function as a team.
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Does all this talk about health literacy sound too abstract? Then let’s make it personal! 
You are literate, but are you health literate? Do you know the difference between LDL 
cholesterol and HDL cholesterol? Can you make sense of your hospital bill? Do you know 
which health insurance policy offers you the best deal? Can you decipher your doctor’s 
medical gobbledygook? Do you know how to get a second opinion? Does your doctor 
respect you? Are you empowered enough to blog about your illness? Have you ever 
“tweeted” on a healthcare issue?

Health is an invaluable asset and you are given only one body - it is your duty to take the best 
care of it possible. Although having an expert doctor by your side is very helpful, you cannot 
outsource this responsibility to someone else. Your doctor cannot solve all your healthcare 
problems! Just as financial literacy can help you to become wealthy, health literacy can help 
you to stay healthy. Remember, all the wealth in the world means nothing if you are not 
healthy. Healthcare today is complicated and the health care system can be confusing but 
health literacy can help you to deal with it effectively. If you have low health literacy, you do 
not have to panic, because it is a condition that is easily treatable and beatable. Treating low 
health literacy can improve your ability to get the best medical care. 

To improve your own health literacy:

•	 Speak up and ask questions. Then, make sure you get and understand the answers. 
If you don’t understand, ask the doctor or nurse for more information.

•	 Ask your doctor to speak slower and to use simple words that avoid confusing 
medical jargon.

•	 If photos or illustrations help you understand medical details or how your body 
works, ask for visual aids.

•	 Repeat information back to your doctor or nurse. After he gives you directions, 
repeat those instructions in your own words. Simply say, “Let me see if I understand 
this.” This gives you a chance to clarify information. 

•	 Bring all your medicines to your next doctor’s visit. Ask your doctor to go over all of 
your drugs and supplements, including vitamins and herbal medicines.

•	 Request someone to accompany you. This might be especially true when you expect 
to receive important information.

•	 Let the doctor’s office know you need an interpreter if you don’t speak or understand 
English very well. 

Be sure you receive written, detailed instructions for all prescriptions and all pertinent 
information discussed during medical visits. Ask for a copy of all lab and test results and 
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your doctor’s dictated notes, so you can review the information at home at your own pace.
Learn to be curious and read a lot – this is the best way of sharpening your literacy skills. 
The Internet can be a great source of health and medical information if you use it wisely. 

If your need help in making sense of the medicalese in your lab reports or scan results, 
please use the free Medical Report Jargon Buster (@ http://medexplain.in/). You simply 
have to upload your medical reports to the website, and the jargon buster will provide a 
simple explanation of any medical term within the report. 

Take your time. Online research can take longer than you would expect. If you search too 
quickly, you can end up with incorrect information. The information may be confusing 
initially, but it will become clearer over time as you polish your skills.
Use reliable websites. These are often ones that end in “.gov” for government, “.org” 
for non-profit organisations, and “.edu” for medical schools and colleges. If you use a 
“.com” website, go to the “about” section to see if the sponsor has a financial stake in the 
information.

Rely on many sources. Check several trusted websites to see if the information is 
trustworthy. The internet is not your doctor: Talk to your doctor about any information 
you find online. If he or she doesn’t want to talk about what you’ve learned, go search for 
a new doctor.

Informing yourself is a worthwhile investment, and you do not have to become a 
hypochondriac to become well informed. Don’t underestimate your abilities – there 
are lots of valuable resources available. Bookmark reliable sites, and invest in a medical 
dictionary and encyclopaedia so you can decipher unfamiliar terms and put the information 
in the right context. Discuss what you find with knowledgeable friends – they can help you 
resolve your doubts. Finally, try to teach someone else – this is the best way of learning.

Being health literate offers many benefits: 

•	 It promotes self-care, so you can do as much for yourself as possible.
•	 It helps you to understand evidence-based guidelines, so that you can ask for the 

right medical treatment - no more and no less. 
•	 It arms you with “Veto Power”, so you can say “No” to medical care you don’t need, 

thus preventing over testing and unnecessary surgery.
•	 It prevents you from being exploited by quacks.

When you fall ill, you hope to get the best medical care from your doctor. In a perfect 
world you’d have the perfect doctor who would have plenty of time, infinite wisdom, 
charge you a reasonable fee, be totally honest yet compassionate, have a conveniently 

http://medexplain.in/
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located clinic and understand your emotional as well as medical problems – in short, one 
who treats you as a VIP! Since it’s unlikely you are going to find this doctor, you must take 
active charge of your own medical care. 

Medicine, as both a science and art, often requires choices and there are no “right” answers 
- you need to make your own decisions - after all, it’s your life. While you obviously have 
a vital interest in treatment decisions and outcomes, unfortunately you lack the medical 
knowledge and skill to be able to decide alone. This is where the concept of health literacy 
comes in, so you and your doctor can function as a team.

When you are a patient, you need to wear many hats, and health literacy will enable you 
to be all of the following:

Medical information researcher: The more knowledgeable you are about your problem 
and its treatment, the better are your chances of getting the right treatment. Educate 
yourself - you need to become an informed participant in your medical care in order to ask 
the right questions and to participate in making decisions about your treatment. 

Medical team manager: You will have to find, evaluate, select, hire - and sometimes fire 
- members of your medical team. As an enlightened patient, you need to remember that 
you are the one in charge of your body.

Treatment decision maker: You will have to decide which treatment to choose. Sometimes 
the choices are straightforward, but sometimes they can be very confusing. A good doctor 
will offer you all the options and help you to decide - but it is finally your right (and 
responsibility) to select which is right for you. You cannot afford to leave everything up to 
God - or up to the doctor either.

Medical record keeper: You must keep all your records - this can be very helpful if you 
need to change doctors or get a second opinion. 

Financial Manager: Medical treatment can be very expensive these days - and you must 
be aware of the costs involved. Many patients are hesitant to talk to their doctor about 
money matters - but this reluctance can prove to be very expensive! 

Communicator: It is important that you be open and honest with your doctor. Ask 
questions, listen to the answers and take notes. Remember, the only stupid question is 
the one you don’t ask - so don’t hesitate to ask! And if you don’t understand, the fault is 
not yours - it just means your doctor is not explaining well. 
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It’s true that sometimes the language doctors’ use seems to be a foreign tongue and in 
order to become fluent in this; you will have to put in some effort. Think of it like learning 
a new language – it can take time, and is hard in the beginning, but becomes easier as 
you start making sense of its logic and patterns. It’s actually much easier than learning 
Sanskrit, because the script is the same, and many words are familiar. Paradoxically, the 
fact that many words are familiar can actually make it more difficult, because this increases 
the scope for misunderstanding. Thus, for a layman, acute usually means severe, whereas 
for a doctor, acute usually denotes an emergency. This can be confusing, but if you trust 
your abilities to learn, the efforts you put in will pay rich dividends, because your doctor’s 
respect for you will increase manifold.

Health literacy will help you during your medical journey – right from choosing your doctor, 
making the best use of his expertise, researching your options, understanding medical 
jargon, and taking care of yourself in hospital and during surgery. A health literate patient 
is a VIP patient - a very well informed patient - and that’s that’s the best kind of patient to 
be if you want to get VIP care!
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CHAPTER 13

HEALTH LITERACY IN INDIA: 
A Unique Challenge

What is remarkable about India is that there is such a sharp 
contrast between the haves and the have-nots. Health care 
facilities in some cities are so good that they rival that of the 
developed nations (for example, Mumbai has more MRI scanners 
than London). However, there are still many states with health 
care that is regarded as being among the worst in the world.
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Although health literacy is a problem worldwide, it needs to be addressed urgently in India. 
Ours is the second-most populated country in the world, with a population of 1.2 billion, only 
slightly behind China. Lack of health literacy poses a great threat to our nation’s economic 
stability as health care expenditures are on the rise, along with an expanding population. As 
a result of overpopulation, access to quality health care and reliable health information can 
be difficult to come by. India also has an unusually high rate of illiteracy and poverty in both 
urban and rural areas, both of which contribute to low rates of health literacy. 

It’s not only the general public who suffer from a lack of accurate health information; 
a report from the World Bank stated, “a detailed survey of the knowledge of medical 
practitioners for treating five common conditions in Delhi found that the average doctor 
in a public primary health centre has around a 50-50 chance of recommending a harmful 
treatment.” No wonder that people are wary of the medical system.

The unequal status of women in Indian society also contributes to a lack of health literacy. 
Learning has traditionally not been encouraged for women and as one parent in Uttar 
Pradesh put it some years ago, “There is no point teaching a girl; she marries and goes 
away. Why waste money on sending her to school? ” Many studies have shown that the 
greater the education and social status of women in any given society, the healthier the 
community. 

India is one of the most difficult places in the world to grow in as a child. Almost half of all 
Indian children under age five are malnourished, and a fifth of world’s deaths in children 
under age five and over 25% of neonatal deaths (occurring in the first month of life) occur 
in India alone. 

What is remarkable about India is that there is such a sharp contrast between the haves 
and the have-nots. Health care facilities in some cities are so good that they rival that 
of the developed nations (for example, Mumbai has more MRI scanners than London). 
However, there are still many states with health care that is regarded as being among the 
worst in the world. Though considerable progress has been made in the past few decades 
to improve the availability of health services, it has not necessarily led to an increase in 
their utilisation. 

Why is it so much harder to promote health literacy in India?

Illiteracy 

A whopping 41% of women and 18% of men of 15-49 years of age have never been to 
school. With such a large percentage of the population unable to read and understand the 
simplest of sentences, even in their own regional language, delivering accurate health is a 
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daunting task. If a patient with tuberculosis (TB) is not able to understand why he needs 
to continue taking his medications for at least six months, he is not likely to comply with 
his doctor’s medical advice. This high dropout rate leads to the development of multi-drug 
resistant (MDR) TB.

The comparatively low rate of female literacy has also had a significant impact on family 
planning and on the high rates of infant and maternal mortality. Many uneducated women 
are unaware of the types and amounts of nutrition that are important for their children to 
receive, which contributes to the highest rate of childhood malnourishment in the world. 

Poverty 

Despite being the world’s fourth largest economy, many parts of India still suffer from 
distressingly high rates of poverty. Over 900 million people live on less than Rs 100 
per day. 

The Indian government currently devotes a mere 1% of its gross domestic product 
(GDP) to health care costs, much less than what many poor African countries spend. The 
government has pledged to raise that amount to 2% to 3% of GDP, but it still falls far short 
of what most developed countries spend on health care, ranging from approximately 6% 
to 8% of their GDP.

Even if people are educated about how best to eat and care for their health, many are 
unable to do so because they lack the ability to pay for the simplest foods and medicines. 
People who do not even have enough money to eat are not likely to have either the capacity 
or desire to learn about health issues. This becomes a classic chicken and egg issue, where 
poverty contributes to poor health literacy, which in turn leads to even poorer health.

Inequality, discrimination and traditional culture

Another barrier to health literacy in India is marked disparity in social status. While 
making gradual improvements, India still lags far behind the rest of the world in ensuring 
gender equality and non-discrimination. Women and people from the Scheduled Tribes 
(ST), Scheduled Castes (SC) and Other Backward Classes (OBC) are viewed as second-class 
citizens and often receive discriminatory treatment. 

The median age of marriage for women in India is 17.2 years, despite 18 years declared as 
the legal minimum age. In some remote regions of the country women are barely allowed 
to cross puberty when they are married off. Not only is this damaging to the woman’s 
mental and physical health, it can also be detrimental for her children, who often suffer 
from intrauterine growth retardation. 
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Studies have shown that spacing births at least three years apart reduces the risk of infant 
mortality, one of the most serious problems in India. Nevertheless, many women are not 
knowledgeable about, or have no access to, family planning methods. The government 
spends a lot of money promoting family planning in the media, but a lot of this is wasted 
because the services of experts in social marketing and advertising are not utilised 
effectively. The Health Ministry still uses age-old boring tools to try to educate the public 
– and they just do not work anymore.

Deep distrust of the prevailing medical system 

Public healthcare services in India suffer from a severe lack of adequately trained staff, and 
given the small amount of money that India spends on health care, this is not surprising. 

A survey on health behaviour in India (Jain, Nandan, and Misra, 2006) was quite telling in 
this regard: Rather than see a physician, most young unmarried women will discuss their 
health problems with their mothers, elder sisters, or married women in the neighbourhood; 
married women will discuss their health problems with other women in the village and 
most often try a herbal or home remedy suggested by these women or will see a local 
indigenous medical practitioner (RMP) rather than go to a medical centre. It is only when 
their problem gets worse that they seek a doctor.

It is the elder male members of the family who usually decide where to get professional 
medical care, particularly one that involves major expenditure. 
The socioeconomic status of the family tends to decide what kind of practitioner is sought 
for treating illness. The poor usually rely on either registered medical workers near them 
or on local indigenous practitioners, as they are likely to give less expensive treatment 
and occasionally provide medicines on credit. While some families will seek treatment 
at government health centres, which are usually less expensive, wealthier families go to 
private health care facilities and doctors for their treatment.

There is a reluctance to utilise Primary Health Centres (PHC) and their sub-centres due to a 
number of factors, including long waiting times, long distances from home and unsuitable 
opening hours. In addition, many village women are unable to go to the clinic without 
being accompanied by a male member of the family or an elderly female relative. 

One of the top reasons people don’t visit PHCs is the lack of doctors. In fact, 45 percent of 
the time, NO doctor is available, and when someone has travelled many miles and at great 
expense to see a doctor who is not there, it does not encourage them to return, and their 
experience is likely to be shared with other members of the family and village, leading to 
an even lesser likelihood of people seeking treatment from health centres.
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Furthermore, people report that the health centres have inadequate facilities (most do not 
even have electricity); and more often than not, they do not have any cost-free drugs on hand. 
Instead, most patients are given a prescription for medicines that they need to purchase on 
the open market at great expense. The health centre staff is often unmotivated and lacking in 
compassion, with many refusing to treat poor patients. Despite the cost, most people prefer 
using private practitioners over government-run health services due to the greater ease of 
accessibility, and because private doctors were “more concerned about their problems.”

Special challenges: Scheduled Tribes, rural villages and slums

Approximately 72% of the Indian population lives in a rural area, and over 84 million 
people are members of a Scheduled Tribe. Tribal populations suffer from more severe and 
longer-lasting illnesses than that of the general population due to a number of factors. 
Poverty is one of the primary causes, with Scheduled Tribes accounting for 25% of the 
country’s poorest people. 

Access to remote villages is limited by bad roads and by poor (and expensive) transportation 
options. Medical facilities, with staff who can be insensitive or discriminatory toward tribal 
members, are often a significant distance from many of these rural villages and most tribal 
people cannot afford to get to them. Even if they had the money for transportation, most 
could not be able to afford the cost of services or the drugs prescribed, all of which must be 
paid for out-of-pocket. Malnutrition is rife, and problems accessing potable water, along 
with lack of sanitation and understanding of hygiene issues leads to greater vulnerability 
to all kinds of diseases.

India’s slums do not fare a great deal better. According to well-known researcher Shradda 
Agrawal, people living in slums suffer from “poor utilisation of the free reproductive child 
health services provided by the government, leading to a lack of awareness regarding 
birth spacing, and very low use of contraceptives.” 

Success stories

All is not doom and gloom! There are some outstanding success stories that serve as a 
beacon of hope. 

The Comprehensive Rural Health Project run by Dr Arole at Jamkhed (@ http://crhpjamkhed.org) 
is an excellent model. They have made extensive use of the Village Health Worker (VHW), usually 
an uneducated and low caste woman, who serves as the key change agent for a comprehensive 
approach to health improvement. Selected by the communities themselves, the VHWs not only 
act as health workers, but also mobilise their communities to achieve better sanitation and 
hygiene, family planning, women and child nutrition and women’s economic rights.

http://crhpjamkhed.org
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An awe-inspiring example is the work done by the Amte family in Anandwan (@ http://
www.anandwan.in/). At Anandwan, human beings (who also happen to be leprosy 
patients) enter the development process as responsible “subjects” - those who know and 
act, in contrast to “objects” which are known and acted upon. By helping them to become 
economically independent and stand on their own feet, they have become productive 
healthy members of society, rather than remain as unhealthy burdens.

Dr Abhay Bang’s outstanding work at SEARCH, Society for Education, Action and Research 
in Community Health, Gadchiroli, India shows what can be achieved when we have the 
humility to look at the world through an uneducated person’s eyes. He has sent infant 
mortality rates plummeting in one of the most poverty-stricken areas of the world by 
training a group of local women (Traditional Birth Attendants (TBAs), known as arogyadoots, 
which means health messengers) in the basics of neonatal care. These uneducated women 
were not able to diagnose pneumonia in children reliably because they were unable to 
use watches to count the breathing rates in infants. To overcome this problem, Dr Bang 
devised a Breath Counter, which uses an abacus for counting and an hourglass for timing. 
One bead of the abacus is moved for every ten breaths taken by the child; if the red bead 
is moved before the sand runs out in the hourglass, pneumonia is diagnosed. This is a 
great example of the clever use of appropriate technology! (@ www.searchgadchiroli.org) 

Since 2000 the Tathapi Trust has been developing the concept of “Body Literacy”. They 
have created workbooks for school children from the age of 10-12 years, which enable 
them to explore issues around sexuality and growing up. Each book also includes a section 
on how to stay safe from abuse, including child sexual abuse. The purpose of the Body 
Literacy workbooks is to encourage children to access useful information about their body, 
so they can learn to make their own decisions about their health. The workbooks enable 
teachers and parents to address sexuality issues in a non-threatening way and enable 
children to develop a healthy concept of their own body and mind. (@http://tathapi.org/
body-literacy.html )

The government has tried to learn from these projects. The National Rural Health 
Mission launched on 12th April 2005 created a corps of female health volunteers, named 
“Accredited Social Health Activist” (ASHA, which stands for hope) in each village@ http://
www.mohfw.nic.in/NRHM/asha.htm. These ASHAs act as a ‘bridge’ between the rural 
people and health care providers. ASHAs are selected by the community, from within the 
community. They work on a voluntary basis, although compensation is provided to them 
for specific activities and services. They act as change agents, and are able to mobilise 
better and more rational health services in the villages in which they live.

While there are other projects that have helped to bring health care to those who cannot 
travel to a primary health care centre, most of these remain pilot projects – and the 

http://www.anandwan.in/
http://www.anandwan.in/
http://www.searchgadchiroli.org
http://tathapi.org/body-literacy.html
http://tathapi.org/body-literacy.html
http://www.mohfw.nic.in/NRHM/asha.htm
http://www.mohfw.nic.in/NRHM/asha.htm
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government has failed miserably in scaling them up and making them sustainable. If we 
cannot bring Mohammed to the mountain, we need to bring the mountain to Mohammed, 
and telemedicine is one of the most efficient ways to bring health care to rural villages. 
There are now more than 400 telemedicine platforms across the country, which enable 
for people in remote villages to consult with a doctor by video for only 50 rupees. Many 
hospitals in India have access to the best of modern Western medicine and mobile health 
initiatives in the form of village resource centres (VRC) are being established to reach 
those in the farthest corners of the country. 

Today, low health literacy is a threat to the health and well-being of Indians - and to the 
health and well-being of the Indian healthcare system. A health-literate India would be a 
richer and more productive country – and if we want to become a developed country, this 
is one of the first hurdles we need to cross. 

A health-literate India would be a society in which everyone is able to get safe high quality 
health care because:

•	 Everyone has the opportunity to use reliable, understandable information that 
could make a difference in their overall well-being.

•	 Health and science content would get included in school curricula.
•	 People would be able to accurately assess the credibility of health information 

presented by the media
•	 Public health alerts would be presented to inspire people to take needed action.
•	 The cultural contexts of diverse people would be integrated into this content.
•	 Doctors would communicate clearly with their patients, using everyday vocabulary 

and there would be ample time for discussions between patients and doctors.

Some ask: can we afford to do this? The question should be - Can we afford not to? If we 
think literacy is expensive, let’s not forget that ignorance (in terms of preventable diseases 
and premature deaths) costs us a hundred times more. The sad truth is that the Indian 
government has failed miserably in delivering healthcare. It’s shameful that there is more 
reliable health information in Punjabi and Gujarati on the Internet on Canadian and UK 
government websites than on Indian websites – even though we are considered to be 
the IT powerhouse of the world. This is a sad commentary on our priorities! Fortunately, 
socially responsible individuals are now trying to bridge this gap, and JASCAP has done 
some great work in translating patient educational materials on cancer into Indian regional 
languages. These can be downloaded free at www.jascap.org.

http://www.jascap.org


80

CHAPTER 14

LESSONS IN HEALTH LITERACY: 
What India and the US Can Learn From Each Other

By Helen Osborne

Providers need to present risks, benefits, and other essential data 
in ways patients can truly understand. Patients need to weigh 
this information in consideration of their personal beliefs and 
cultural values. Together, patients and providers need to make 
reasoned choices about treatment and care options.
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For several years I have been framing health literacy in terms of function. To me, health 
literacy happens when patients (or families, caregivers, or the general public) and providers 
(or medical systems, public health organisations, or government agencies) communicate 
in ways that the other can understand. Mutual understanding is the key to health literacy.

Even though patients and providers have been miscommunicating for many years, why 
is health literacy finally getting the attention it deserves? One reason is that healthcare 
systems are under enormous pressure to decrease expenses, improve healthcare quality 
and safety, reduce medical error, and provide just the right amount of treatment and 
care. True, this is a tall order. But the present system is broken and if we don’t fix it now, 
problems will just get progressively worse.

Improving health literacy is an important way to start addressing the many challenges 
faced by healthcare systems and patients – both in the US and in India.

•	 There is a shortage of trained medical personnel. In the US, this includes too few 
primary care physicians and other specialists. This shortage often results in patients 
having to wait weeks, if not months, for non-emergency appointments. Patients 
may have to figure out on their own how to manage in the interim. This type of 
independent problem solving takes health literacy skills. 

•	 When patients eventually see their physicians, visits are often brief, perhaps 15 
minutes or less. When hospitalised, patient’s stays often are short and they may be 
discharged to home when still ill and in need of care. Health literacy can help make 
the most of such short visits and stays. For example, patients can come prepared 
with questions they want to ask. Providers can offer follow-up learning (someone 
to talk with or a booklet to read or video to watch) to cover what wasn’t adequately 
discussed in the brief encounter. 

•	 Chronic conditions like diabetes are on the rise. To lessen the chance of 
complications, patients must learn to manage multiple medications, make needed 
lifestyle changes, and monitor symptoms. This level of self-care assumes that 
patients have at least adequate literacy, numeracy, and problem-solving skills. But 
many do not. 

•	 In the US especially, there is a trend toward “activated” and “engaged” patients. 
This includes the expectation that patients actively participate in making decisions 
about their treatment and care. It takes time and effort to engage in a meaningful way. 
Providers need to present risks, benefits, and other essential data in ways patients 
can truly understand. Patients need to weigh this information in consideration of 
their personal beliefs and cultural values. Together, patients and providers need to 
make reasoned choices about treatment and care options.



82

Patients have a diverse range of learning needs. Often, these have to do with: 

•	 Literacy. This refers to a person’s ability to read and write, speak and listen, and 
understand and use mathematical concepts. While many people struggle with such 
skills, low literacy disproportionately affects those who are older, less educated and 
at lower socioeconomic levels. 

•	 Age. Older adults tend to have more chronic conditions, take more medication, and face 
inevitable declines that increase with age. At the other end of the spectrum, young adults 
may be unprepared to assume responsibility for their own health, wellness, and care. 

•	 Language. India is a land of many languages, alphabets, and dialects. While English 
is the only official US language, many Americans have only limited language skills or 
cannot speak and read in English at all. Compounding this challenge, few patients 
in either country are fluent in the specialised language of medicine.

•	 Culture. India and the US are both multicultural nations. Even those who look alike 
and live nearby may not share similar beliefs and values. 

•	 Disability. While two-way communication is often difficult, it can be even harder 
when one person in the conversation has diminished abilities to see, hear, or 
remember. With disabilities such as these, a person has fewer options for receptive 
(listening and learning) and expressive (speaking) communication. 

•	 Emotions. Health communication takes place in a setting where patients feel scared, 
sick, overwhelmed, or in pain. In the presence of strong feelings like these, patients 
may comprehend only a little of what is said. They may misinterpret new information 
in context of what they already believe to be true (whether correct, or not). 

What can we do to improve health communication?

Given all these challenges, health literacy is more important than ever. When providers 
and patients communicate clearly, they can together achieve the ultimate goal of helping 
patients become expert at being patients. 

Here are some strategies to improve health communication:

•	 Communicate in a variety of ways. There is no one right way to communicate 
about health. People learn in many ways, therefore communication must also be 
offered in many formats. Health can be taught using a wide variety of creative tools 
including comic books, puppetry shows, street theatre, websites, text messaging, 
videos, podcasts, and other technology. 

•	 Collaborate. In the US there is a saying, “Don’t reinvent the wheel.” This means 
building on the experience of others rather than starting from the beginning. When 
it comes to health literacy, a lot can be accomplished through collaboration and 
partnership. There are many examples, such as: 
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o Collaboration between healthcare professionals and businesses to raise 
awareness about the importance of wellness and healthy lifestyle choices. 

o Collaboration between community agencies and healthcare facilities to teach 
the public about disease prevention and early detection.

o Partnerships among health literacy advocates to implement communication 
programmes, measure outcomes, and find cost effective solutions to health 
literacy challenges.

•	 Develop policy and provide leadership. It takes leadership from the top to move 
health literacy forward. In the US, the Department of Health and Human Services, 
Office of Disease Prevention and Health Promotion is funding health literacy 
research, developing online health literacy training, and providing easy-to-read 
consumer health information. This agency has also developed national health 
literacy recommendations and guidelines. One of the most important being used 
across the country (and around the world) is the National Action Plan to Improve 
Health Literacy (@ http://www.health.gov/communication/hlactionplan)

•	 Offer patient education. The power of patient information and health education 
cannot be overstated. In Mumbai, Dr. Aniruddha Malpani and others have developed 
HELP (Health Education Library for Patients, @ http://www.healthlibrary.com )—
India’s first, and largest, consumer health education resource centre. Through its 
interactive website and vast collection of seminars, books, articles, and videos, 
patients can find useful, accurate, and understandable health information on topics 
they want and need to learn about now. 

In India, the United States, and elsewhere in the world we truly are improving health 
communication. Thanks for being a health literacy advocate.

http://www.health.gov/communication/hlactionplan
http://www.healthlibrary.com
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CHAPTER 15

EMPLOYING MULTIMEDIA AND  
MOBILE TECHNOLOGIES:

 Making Modern-day Tools Work for You and Your Patients

Before the advent of the Internet, individuals interested in 
learning about their health would have had to refer to books 
or go to specialised medical libraries. Now they can access that 
information 24/7 from their home computers and from their 
smart phones.
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An exclusive reliance on words– either printed or spoken – is often at the heart of health 
illiteracy. Multimedia provides clever avenues for presenting information, through the use 
of photographs, illustrations, animation, and video, allowing the creation of interactive 
learning environments that invite rather than discourage people with literacy issues to 
learn from them.

The success in communicating any message lies in knowing your audience, and developing 
materials that address and respect their needs. Multimedia messages are much more 
effective than plain text, because patients remember: 

•	 10% of what they read 
•	 20% of what they hear 
•	 30% of what they see 
•	 70% of what they see AND hear 

Before the advent of the internet, individuals interested in learning about their health 
would have had to refer to books or go to specialised medical libraries. Now they can 
access that information 24/7 from their home computers and from their smart phones. 
The internet is also a valuable source of information on how skilled developers are using 
technology to improve health literacy.

Computer software

There are a growing number of programmes that help people deal with health issues. 
Some of these specially-designed programmes help: 

•	 People on restricted diets to count calories or check the fat content of the food they 
eat.

•	 Patients understand specific exercise programmes recommended to them. 
•	 Patients keep track of the medications they take, remind them when to take them, 

and warn them of possible adverse drug interactions caused by combining them 
with other drugs or common foods. 

You can download some of these programmes (many of which are free) @ http://download.
cnet.com

Mobile technology

In many developing countries, inexpensive mobile phones have become ubiquitous. Not 
only do they provide access to health information on the Internet, they also enable users 
to download free or inexpensive apps so that they can function as television remotes, bike 
speedometers and flashlights. Health apps also enable the smartphone to act as medical 

http://download.cnet.com
http://download.cnet.com
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devices, helping patients monitor their heart rate or manage their diabetes. For example, 
the Plain Language Medical Dictionary (@ http://www.lib.umich.edu/plain-language-
dictionary) is exactly what it sounds like – a simple widget that enables you to select a 
complicated medical term and see its definition in clear, concise, non-technical English. 
WebMD (@ http://www.webmd.com) is another free app, available for iOS and Android 
phones, that provides a useful symptom checker for common diseases, a first-aid guide, 
an extensive database of drug and pharmaceutical information (including warnings about 
possible adverse drug interactions), and listings for health centres in the user’s area. You 
can review a list of health-related phone apps @ http://www.informationweek.com/
healthcare/patient/15-mobile-apps-for-better-health/227700177?itc=ref-true. There 
are thousands of health-related apps available for download today on smartphones and 
tablets – all you need to do is go online and search for them. Soon, it may become routine 
for doctors to prescribe apps to their patients!

HealthPhone (@ www.healthphone.org) has created a library of health videos, which 
are preloaded free of cost on popular low cost mobile phones in India. They provide 
information on a wide range of topics, ranging from breastfeeding to hand washing, and 
some of these are available in local Indian languages as well.
Smartphones are useful for doctors as well! drawMD (@ www.drawMD.com ) is an iPad 
app which provides a library of anatomical images which doctors can use to create detailed 
visuals to easily explain complex issues and procedures to patients in a simple, interactive, 
memorable visual way. It eliminates medical jargon, because patients can clearly see 
the process, and can take the image and notations home with them to refer to later. It 
bridges language and understanding barriers, inspires collaboration, and strengthens the 
physician/patient bond. 
Basic mobile phones have also been used to improve health literacy through the clever use 
of text messaging (SMS). However, generic mass messages are not useful, and we need to 
tailor the content for the user. Using clinical analytics, it’s possible to craft text messages 
for individual patients. They can be tailored based on a patient’s age, sex, disease status, 
medication regimen, and past medical history. With the help of cloud-based computer 
systems that integrate pharmacy, medical, lab, and other health data, we now also have 
the potential to deliver messages at just the right times – for example, a message warning 
about the side effects of a drug at the time the patient is picking this up at the chemist. 
These messages become relevant and actionable, and therefore more effective. Tailoring 
resources and information for individuals can go a long way toward improving patient 
understanding and outcomes – we cannot use a one size fits all approach.

However, using even the most advanced technology cannot change patient behaviour on 
its own. After all, patients don’t just want access to data, they want answers to questions! 
When it comes to consumer messaging, we must first consider the following questions:

http://www.lib.umich.edu/plain-language-dictionary
http://www.lib.umich.edu/plain-language-dictionary
http://www.lib.umich.edu/plain-language-dictionary
http://www.webmd.com/
http://www.webmd.com
http://www.informationweek.com/healthcare/patient/15-mobile-apps-for-better-health/227700177?itc=ref-true
http://www.informationweek.com/healthcare/patient/15-mobile-apps-for-better-health/227700177?itc=ref-true
http://www.healthphone.org
http://www.drawMD.com ) 
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• What are we asking patients to do?
• Are we giving them the information and tools to take action?

Clinical data needs to be synthesised into concrete recommendations for patients, and this 
can be a challenging exercise. A blended model, which enables nurses or health coaches 
to send personalised messages to patients, can be very helpful.

Translation tools 

One of the major problems in the field of health literacy is translation. It really doesn’t 
matter whether your patient is literate enough to read the instructions you give them for 
taking their medication if you don’t speak their language. 

Although you would probably not want to rely exclusively on Google Translate when trying 
to translate precise medical terms into another language, there are more specialised 
computer tools that are designed to do just that. For example, a company called Spoken 
Translation Inc. has developed a software programme called Converser™ for Healthcare, 
which provides reliable two-way conversations between English-speaking physicians and 
Spanish-speaking patients and vice-versa. Both the doctor and the patient can type or 
speak in their own language, and the program will translate the words into the other 
language, creating a transcript of the conversation so as to verify its accuracy and providing 
alternative suggestions to words, terms, and phrases that are deemed inappropriate. This 
programme is available not only for computers, but also for smart phones.

Medibabble (@ http://www.medibabble.com) is a free, high-quality medical translation 
application for mobile phones. It is a tool for history taking and is specifically designed for 
the care of non-English-speaking patients. Medibabble is available in five languages and 
contains thousands of translated questions and instructions, all reviewed by a panel of 
physicians from the University of California School of Medicine. Hearing-impaired patients 
can see a full-screen display of the selected phrases. 

For uneducated patients, you can also use the free text to speech programs on your PC. 
These tools are included in most modern computers as an integral part of their accessibility 
options for the handicapped. You just need to select the text, and the computer reads it 
aloud to the patient. 

Still another area in which technology can come to the rescue of patients is the use 
of “smart products,” meaning medical tools that actually talk to you and in your own 
language. An example of just such a tool is the Accu-Chek thermometer, which takes a 
patient’s temperature and then reports the result aloud in Spanish. Similar devices can be 
programmed for the Indian scenario. 

http://www.medibabble.com
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New electronic health tools enable patients to engage with them easily. eHealth literacy is 
the ability to, find and understand health information from electronic sources and apply 
this to solving a health problem. Thoughtful developers can use the versatility of modern 
technology to be able to reach people who may not be able to read, but who can use 
touch screens to learn about their health problems. This technology is rapidly becoming 
less expensive and easier to use.

Patient education videos

Expert patients can create videos to help teach other patients. I am an IVF specialist, 
and one of the things most IVF patients understandably dread are the daily injections 
they need to take during their IVF treatment. I requested a patient to take a video of 
how she self administers her own Injections; and we then uploaded this to YouTube. You 
can see the video @ http://www.youtube.com/watch?v=Bvo4GNUuRYY. This has now 
been viewed thousands of times, and helps other IVF patients to overcome their fear of 
taking injections. Peer to peer learning is the most effective way of teaching, and they are 
convinced that if another patient can do it, so can they. 

Caution! Sometimes low-tech is better than high-tech

It’s easy to get excited about new technologies and assume the newer and more high-
tech, the better. However, As Henry David Thoreau reminded us in his book Walden, 
sometimes the best way to make life better is to “Simplify, simplify, simplify.” Given the 
need in health literacy to make the complicated simple and more understandable, high-
tech can sometimes be unnecessary.

For example, one of the most effective health literacy visual aids was created by the 
worldwide leader in the field of diabetes testing equipment, Accu-Chek. The company 
treats diabetic patients worldwide, many of whom do not have the necessary literacy 
skills for reading and understanding food charts to determine what they can eat safely and 
what they should avoid. Accu-Chek solved the problem with a simple handout card, which 
shows colour photographs of foods labelled (for the Italian market) “Yes” and “No” – and 
for those who cannot read even those two words, green and red stop light symbols.

Another clever low-tech solution was created by the design agency Beattie McGuinness Bungay, 
with offices in New York, London, and Mumbai. Their socially conscious designers found that 
mothers of newborn babies were often confused as to how quickly their infants should be 
growing and were ignorant about basic information on how to take care of their babies. 

The firm took the simplest and most common of baby accessories – the swaddling blanket 
– and printed essential health information for mothers directly on the blanket! Not only 

http://www.youtube.com/watch?v=Bvo4GNUuRYY
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does the blanket keep the infants warm, it includes a visual growth chart showing the 
average size of children at the ages of one, three and six months, a simple list of the 
warning signs of illness; basic information on breastfeeding; when to have the children 
vaccinated; and a reminder of how often they should take the children to a doctor.

Can social media contribute to health literacy?

Social media and social networking sites such as Facebook reach an estimated four out of 
five internet users. Many of these social networking sites have forums or support groups 
on which people can ask questions and chat with others who may suffer from the same 
disease, thus increasing their knowledge about the disease and the effective treatments. 

These provide a safe avenue for patients to ask questions anonymously while accessing 
them on home computers, smart phones, or from the local library. This also spares 
people from the embarrassment of asking questions of their own doctors.  A number 
of forums cater to specific audiences, such as the Diabetes Forum.com (@ http://www.
diabetesforum.com) and The Cancer Forums (@ http://www.cancerforums.net/).

However, it is important to be aware of the fact that the largely unmoderated nature of 
many of these forums puts patients at risk of being exposed to misinformation, in the form 
of partially or inaccurately reported science and “information” from people pushing quack 
cures. Therefore, before recommending any social media site to your own patients, be sure 
to spend some time evaluating the site’s content and moderation (i.e., how the content is 
managed by editors and reviewers). As part of your discussion with your patients, include 
some warning about receiving and/or applying any advice given on forums, especially that 
which contradicts your or other doctors’ advice. 

Health 2.0 and expert patients

The Internet has grown and evolved, and it is not longer just a medium which patients use 
for accessing information. The user today no longer just passively consumes content – he 
actively generates it as well. (Anyone with a Facebook page is a web publisher, which just 
testifies to the fact that it has become very easy to post content online – and that millions 
of people are doing so every hour.) The web has become a platform where patients can 
share information with other and many expert patients publish their own blog. When 
patients write for other patients, this helps everyone. For one, they have a much better 
writing style. They don’t use jargon and are conversational, which means it’s much easier 
to read what they write. Since they are patients themselves, they are respectful of their 
readers, and don’t talk down to them. They understand the reader’s viewpoint, as a result 
of which their writing is much more empathetic. They do not have an axe to grind, which 
means that the information they provide is usually not contaminated by commercial 

http://www.diabetesforum.com
http://www.diabetesforum.com
http://www.cancerforums.net/
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pressures. These “expert patients’ are a very interesting breed, because they serve as a 
valuable bridge between doctors and patients and social networking enhances access and 
communication.

Making technology accessible

These technological resources may be impressive and valuable, but they are of little use to 
people who lack access to these resources. In many poor countries where health literacy 
is a major problem, poverty makes it impossible for people to purchase home computers 
or even smart phones. In this section, we present a few of the ways in which health care 
organisations and professionals can help bridge the digital divide between the well-off 
and the poor and extend the benefits of improved health literacy to all. 

Placing web-enabled computers at doctors’ clinics and hospitals

Doctors can help their patients access many of the multimedia resources available on the 
internet by placing a number of web-connected computers in a public area dedicated for 
patients’ use. A knowledgeable staff member can keep a bookmarked list and help patients 
access the most useful links. Where hospitals serve low literacy patients, touch-screen 
tablets or computers offer the best solution. On these flat-screen devices, specifically 
designed medical applications can present users with images, icons, photographs, and 
cartoon drawings. You just have to touch the screen to access information, both visual and 
spoken. This provides a much more intuitive form of computer interaction, which even 
uneducated patients can use with ease. 

Taking advantage of schools and libraries

Many of these institutions are easily accessible and already have computers available for 
public use. A number of schools not only provide computers to children, but also provide 
them for adults in their continuing education programmes, with many also offering free 
courses on how to use computers.

Virtually all public libraries these days also have computers that are available to everyone. 
Many of these libraries also have personnel who can get a computer novice “up and 
running” in no time. 

Low cost smartphones and LCCDs

One of the technological trends that may help address the problems of health literacy 
is the movement to create Low Cost Computing Devices (LCCDs) and make them widely 
available. For example, Nicolas Negroponte, co-founder of the influential MIT Media Lab, 
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has been working through his non-profit One Laptop per Child foundation to create a 
computer that can be produced and sold for under $100 (@ http://one.laptop.org/). The 
Indian government has also released a low cost tablet, Aakash, (@ http://aakash.org.in/
prompting private companies to release competing products to meet health literacy needs 
of this under-served market. 

http://one.laptop.org/
http://aakash.org.in/
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CHAPTER 16

EFFECTIVE ONLINE INFORMATION FOR  
LOW-LITERATE PATIENTS: 
Going Beyond the Written Word

Doctors have to learn not only how to talk to patients with limited 
literacy, they will also need to acquire a new set of digital literacy 
competencies in order to be able to communicate with the new 
generation of young adults who live half their lives in front of a 
computer screen. This can be extremely challenging for the older 
generation of doctors, some of whom even have difficulty typing.
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The easy availability of free health information online represents both a boon and a bane. 
One danger is that it contributes to the digital divide, which means that poor people (who 
usually also have poor literacy skills) find it much harder to access this information because 
they do not have easy access to the Internet. However, we now have a chance to leapfrog 
traditional barriers and deliver high quality health information to billions of people, if 
we learn to use the technology cleverly. The internet is a great means of reaching out to 
patients with low literacy, simply because it’s  a graphic medium that does not merely rely 
on text to convey information. 

The good news is that users with limited literacy skills are willing to use the Web to access health 
information; and are successful in accomplishing their tasks when Web sites are designed well. 
However, websites are usually designed for sophisticated users, who are often affluent and 
educated. Thus web sites that are not well designed can prove to be a major hurdle for low 
literacy patients. The irony is that it’s not the user’s limited literacy skills but the limited ability 
of the designer to create a user-friendly website which causes the problem. 

The major problem is that because there is no much garbage online, patients with limited 
literacy skills find it hard to determine which information is reliable and which is not. 
Patients get lost and confused and this ends up frustrating the doctor as well. 

The solution to this is simple – every doctor needs to publish his own website. By providing 
this information, a doctor is able to establish himself as a credible expert. Patients trust 
their doctors, and would rather rely on the information that he provides, rather than having 
to search for it on Google. It does involve some effort on the part of the doctor, but this a 
worthwhile investment. The beauty is that once you have created online content, you can 
use it many times, for many patients, over many years. “Create once, use multiple times” 
is very cost-effective. You can “refer” patients to your website at the end of a consultation, 
so patients can educate themselves. Patients appreciate this and this kind of positive word 
of mouth will help you to get more patients. 

Doctors will have to adapt by learning new skills. Doctors have to learn not only how to 
talk to patients with limited literacy, they will also need to acquire a new set of digital 
literacy competencies in order to be able to communicate with the new generation of 
young adults who live half their lives in front of a computer screen. This can be extremely 
challenging for the older generation of doctors, some of whom even have difficulty typing. 
However, this is a great opportunity for technologically savvy doctors, because it enables 
them to reach out beyond the four walls of their clinic, to millions of people who are 
looking for health information online.

Simple navigation and clearly-defined content can help adults with limited literacy skills 
find, understand, and use health information on a web site. The US Department of Health 
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and Human Services has developed a guide for creating health-related websites for 
people with limited literacy skills. The strategies are very likely to improve the experience 
of everyone who uses the internet, even those with high literacy skills, in much the same 
way that people appreciate appropriately designed print materials, regardless of their 
literacy level. 

Their goal is to deliver messages that are actionable and engaging. The user interface can 
be improved by paying attention to the following aspects:

•	 Appropriate use of illustration and photography. While photos may grab attention, 
research shows that they have many distracting details and may not resonate well 
with low-literate viewers. Simple line drawings and stick figures may often be more 
effective at communicating the message. Pictographs are well accepted by low-
literate patients.

•	 Careful use of captions that explain each action step, thus maximising the 
effectiveness of the visuals.

•	 “Chunking” of healthcare information into groups to enhance comprehension.
•	 Making appropriate use of audio. While audio is highly favoured by low-literate 

patients, they may have trouble starting and stopping the audio or adjusting the 
volume. Users may need your help with these features.

•	 Simpler the better. Fewer colours, a single font type and size, and limited content 
enhance learning and comprehension among low-literate users. 

Usability testing observes patients using the website to discover errors and areas of 
improvement. It involves measuring how well test subjects respond in four areas: efficiency, 
accuracy, recall, and emotional response. The results of the first test can be treated as 
a baseline or control measurement. All subsequent tests can then be compared to the 
baseline to indicate improvement.

•	 Efficiency — How much time, and how many steps, are required for people to 
complete basic tasks? (For example, to find the causes for hypertension).

•	 Accuracy — How many mistakes did people make? (Did they get lost? confused?)
•	 Recall — How much does the person remember afterwards?
•	 Emotional response — How does the person feel about the tasks completed? Is the 

person confident, stressed? Would the user recommend this system to a friend?

Usability testing usually involves systematic observation under controlled conditions to 
determine how well people can use the product. Rather than just showing users a rough 
draft and asking, “Do you understand this?” usability testing involves watching people 
trying to use something for its intended purpose. Text layout, readability, use of plain 
language, illustration quality - all affect how user friendly your site it.
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You can use exactly the same principles to evaluate all your patient communication 
materials. Design is the key, but this is something to which doctors often don’t pay enough 
attention. User–centred design is especially important for patients with disabilities, and 
universal design endorses the design of products, services, and environments so they are 
usable by as many people as possible, regardless of age, ability, or circumstance. It suggests 
that all technologies meant for use by the general public should also be accessible to 
limited-literacy populations. 

The beauty is that paying attention to these basics will enhance the value of your website 
for all your users. After all, everyone appreciate beautiful design and the success of the 
iPad is a living example of this. Look at model websites and learn from them.
How do you know if your website meets the needs of people with limited literacy skills? 
Ask them! The best way to improve the comprehensibility of your website is to involve 
users with limited literacy skills in ALL stages of website development. 

This process is accomplished through three main steps:

1. Test
2. Revise
3. Repeat

The key to iterative design is to continually apply what you learn from users to improve 
your site. The process of designing an excellent website can be time consuming and costly. 
It is critical that you do not invest your time and resources only to discover that your users 
cannot easily find the information, thus requiring you to start the process all over again. 
To avoid this problem, involve your users from the initial design to the final testing of the 
site. Be sure you understand your users, who they are and what their goals are before you 
begin to design your site. For example, are they looking for information for themselves or 
for a loved one?

You can do this by conducting individual interviews, setting up focus groups with people 
who have tried the site, and providing specific scenarios or tasks for your users to try out 
on your site.

A proven formula for presenting actionable health information on a website is the following:

1. Describe the health behaviour
2. Describe the benefits of taking action
3. Provide specific action steps



96

How is online content different from print?

People who use the Internet are usually looking for an answer to a very specific question, 
rather than browsing for general information. They usually do not stay very long on a single 
page (less than 30 seconds). They want to quickly find information on a particular health 
problem to determine the best course of action. You, as the designer, need to provide this 
information in a clear, concise and engaging manner. Otherwise, they will simply “click 
away” to some other website. As one user said, “Get my attention. Then get to the point.”

Keep in mind that just providing information in “plain language” is not enough. You must 
give people specific action steps that they can take to address the health issue. Instead of 
just telling them what to do, you must help them learn how to do it. For example, instead 
of simply saying, “It’s important to monitor what you eat and how much you exercise;” 
say “Keep a daily diary in a notebook of what you eat and what physical activity you do 
each day.”

For more information on how to develop health websites that work for people with 
limited literacy skills, please download Health Literacy Online: A guide to writing and 
designing easy-to-use health websites, @ http://www.health.gov/healthliteracyonline/
Web_Guide_Health_Lit_Online.pdf.

You can learn a lot by studying the following online resources that make use of the above 
principles. 

HealthFinder, (@ http://healthfinder.gov/)the US Department of Health and Human 
Services website for health information.

Medline Plus (@ http://www.medlineplus.gov) provides over 166 interactive tutorials 
covering various subjects such as Diseases, Tests, and Surgery. The tutorials are self-paced, 
so that those with low reading skills are not forced to rush through them.
 
Another great source of easy-to-read health information is the Speaking Books website, @ 
http://www.speakingbooks.com/impact/library.html. It provides a large collection of useful 
information on a wide range of subjects, some of which are related to health literacy. When 
you click on one of the books on this site, the corresponding illustrated or cartoon book is 
opened in YouTube, which enables you to “flip” through its pages as the narrator reads the 
words to you. One of the benefits of this site is that many of the books are read aloud in over 
20 different languages, including those indigenous to Africa and Asia.

If there are videos that may be valuable to your patients but are only available in 
English or a language that your patients do not understand, you may find Dotsub  

http://www.health.gov/healthliteracyonline/Web_Guide_Health_Lit_Online.pdf.
http://www.health.gov/healthliteracyonline/Web_Guide_Health_Lit_Online.pdf.
http://healthfinder.gov/
http://healthfinder.gov/
http://www.medlineplus.gov
http://www.speakingbooks.com/impact/library.html


97

(@ http://www.dotsub.com) helpful. It enables users to upload videos and then use their 
tools to create subtitles in many different languages, enabling people in other countries 
to learn from them.

CARDIO stands for Creating a Real Dialogue in the Office (@ http://timetotalkcardio.com/)
and is designed to help patients and clinicians build communication skills to help better 
manage health conditions. 

http://www.dotsub.com
http://timetotalkcardio.com
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CHAPTER 17

CREATING HEALTH LITERATE HOSPITALS: 
From Admission to Discharge 

A major problem with hospitals today is that they are designed 
for doctors and the medical staff – not for patients. While these 
five-star establishments can inspire awe and confidence, they 
also make patients feel insignificant and terrified.
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The health literacy environment of a hospital speaks volumes about the facility’s 
commitment to its patients. You can see evidence of this in the physical attributes of 
the hospital, such as signboards and postings in vernacular, pictorial language to help 
users navigate their way; in print materials such as medical history forms, information 
booklets, and consent forms that are patient-friendly; and in the ability of the staff to talk 
to patients in plain language and with understanding, empathy and courtesy. Forward-
looking hospitals that put patients first will ensure that promoting health literacy is one of 
their priorities and will use technology to do so effectively and efficiently.

A major problem with hospitals today is that they are designed for doctors and the 
medical staff – not for patients. While these five-star establishments can inspire awe 
and confidence, they also make patients feel insignificant and terrified. Health literate 
hospitals understand that poor communication harms patients. The health care system 
can be complex, and even people with high literacy skills have trouble navigating it. The 
complexities are not limited to conversations between doctor and patient; they include 
every step of the process – right from the receptionist asking for a form to be filled out, to 
making sense of the hospital bills at discharge. 

Signage

A picture is worth a thousand words. A simple way to help people with limited language 
and literacy skills is to provide signage and symbols that assist patients in finding what 
they need. Multilingual signs are best if you only have a few languages in your practice, 
but if you encounter people from many different cultures, symbols may be a better way to 
communicate universally with more people.

HablamosJuntos (“We Speak Together”) is a project from the Robert Wood Johnson 
Foundation that has developed 28 easy-to-understand health care symbols for use in 
healthcare settings. For example:

Please visit their website @ http://www.hablamosjuntos.org/to download a complete set 
of symbols at no cost, and for ideas on how to use them in your practice.

http://timetotalkcardio.com
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Brach et al (2011) developed a series of 10 Attributes of Health Literate Health Care 
Organisations to help them support health literacy. While these are primarily designed for 
large hospitals, they can be applied to clinics as well:

1. Make health literacy a priority; it should be an integral part of your mission. Include 
health literacy in all planning and evaluation activities. Conduct regular evaluations of 
your organisation’s physical environment and internal support systems for health literacy. 
Ask your low literacy patients for help assessing the impact of your programs and policies. 

2. Train staff members in health literacy. Make best practices such as teach-back and plain 
language known to all staff members and develop a standard training program for current 
staff at all levels. Include your low-literacy patients in the planning, implementation, and 
evaluation of health services. 

3. Respect them - they are the ones who are likely to provide the most ingenious solutions, 
because they have to live with these problems daily.

4. Implement universal precautions as a method for reaching people with a range of 
literacy skills and avoiding stigmatisation. 

5. Implement specific health literacy strategies to ensure understanding before, during, 
and after interpersonal communication. 

6. Foster a culture of clear communication in which questions are welcome and 
comprehension is regularly verified. Where possible, provide interpreters for patients 
whose native language is not English. Limit instructions and messages to two or three 
main ideas at a time. 

7. Provide assistance with navigating the organisation, internally and externally. Provide 
universal visual signage for facilitating movement. While your staff may know your building 
like the back of their hand, it’s very easy for visitors to go around in circles– especially 
when they are sick. When possible, group related services and clinics in similar locations 
so patients don’t get lost. Provide patient navigators to personally guide people through 
your building(s).

8. Provide multiple types of health information including print, audio, video, online and 
interactive materials that are easy to access and comprehend. Involve your patients 
and their caregivers in the development of easy-to-understand material in multiple 
media formats, such as audio-visual kiosks for patient education. Test your materials for 
readability and cultural suitability. Do not worry about making your material “too simple”, 
because research has shown that even those with no literacy problems prefer clear, simple 
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materials. Make sure your hospital website becomes a trusted source of Information 
Therapy for your patients and caregivers.

9. Highlight high-risk situations in which health literacy interventions may be critical to 
patient outcomes. It is important to identify those situations that carry a high risk of 
miscommunication and poor outcomes. Examples include: providing informed consent 
prior to surgery, end-of-life decisions, and discharge from hospital. Provide extra help 
such as interpreters, peer support, and video or audio materials to ensure these high-risk 
times are dealt with appropriately and sensitively. 

10. Provide assistance with understanding health insurance plans, bills and out-of-pocket 
expenses. As health insurance plans become more and more complex, they need to 
become a focus of health literacy interventions. An effective health literate organisation 
will provide people with personalised assistance in understanding what their insurance 
covers, and what it does not. 

This may seem to be a lot of work, but any hospital that does not respect its patients is 
going to find it increasingly hard to fill its beds. Chief executive officers (CEO) of good 
hospitals take pride in the fact that their hospital provides quality medical services to their 
patients. They understand the importance of having a good reputation in the community, 
so that patients will be happy to refer other satisfied patients to them, when they are 
pleased with the outcome of their clinical care. Smart administrators understand that it’s 
no longer enough just to provide a pleasant ambience; or the latest medical technology. 
How patients perceive the quality of care they receive depends to a very large extent on 
the bedside manner of their doctor; and patients will judge the doctor by how caring and 
compassionate he is.

Every hospital CEO knows how difficult it can be to manage medical professionals - 
especially doctors. This is especially true of the “star” doctors, who have such a great 
reputation, that they attract patients simply based on their personal “brand”. These are 
often doctors who will make patients wait for hours on end, simply because they’re so busy 
- and they often take perverse pride in the fact that patients have to wait for hours in order 
to see them. These are also often doctors whose bedside manners are not very polished, 
and who sometimes can be astoundingly rude or uncaring, simply because they’re so 
rushed and busy – and because they know that they can get away with this kind of cavalier 
behaviour. These doctors are often surgeons, who would rather be spending time in the 
operating theatre, instead of talking to their patients. Because these star doctors are great 
at attracting patients and making sure that the beds in the hospital always remain filled, 
hospital CEOs treat these doctors with great respect. They are handled very gingerly, and 
most of these doctors behave like prima donnas, simply because they know that they no 
one is going to pull them up, no matter how atrocious their behaviour. 
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These are exactly the kind of doctors who give hospital CEOs a nightmare, because 
they are not very compassionate and can be quite rude and brusque while dealing with 
patients. The CEOs fear is that in case there is a complication with one of the patients, 
the patient will want to sue because he is angry at the way the star doctor treated him. 
Simply because the doctor is so busy and sees such a large number of patients, it’s pretty 
much inevitable that there will eventually be a complication. If this unhappy patient is 
not handled properly, he will end up suing both the doctor and the hospital. This can 
cause enormous damage to the hospital’s hard-earned reputation, which may have taken 
years to build. Any hospital CEO will vouch for the fact that this happens with surprising 
frequency – and they have to work hard to hush matters up.

One way of mitigating this problem is by making sure that all patients are provided with 
information therapy. This way, patient’s expectations are much more realistic because they 
have been provided with objective high-quality information from the hospital’s website – 
they no longer need to depend on the information the doctor may or may not provide to 
the patient. 

Hospitals often have very poor mechanisms for ensuring informed consent and many “big-
shot” doctors may not even bother to take informed consent personally from the patient. 
If informed consent is not provided properly, this is potentially a medico-legal malpractice 
suit waiting to be slapped on the hospital, if and when something goes wrong. As a basic 
rule of risk management, it’s far better to prevent problems, and expecting doctors to 
improve their behaviour is unrealistic. Rather than indulge in wishful thinking, hospitals 
can use their website to ensure that patients are armed with the right information. The 
beauty is that because this information is being provided on the website, the doctor does 
not need to provide this information himself, so it doesn’t end up eating into his precious 
time. In fact, online Information Therapy improves the doctor’s efficiency, because he is 
reassured that his patient is well-informed and can move on to providing actual medical 
care, rather than spend time educating the patient face to face.
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CHAPTER 18

CONTEMPORARY ISSUES IN HEALTH LITERACY: 
Action Needed NOW

Low literate patients are a high-risk group – not just because 
they have a higher chance of suffering a poor outcome, but also 
because the hospital is at higher risk for being sued for malpractice. 
Doctors and hospitals can be held liable for adverse outcomes if 
the information provided to patients was incomprehensible to 
the patient. Communication failures can lead to adverse events 
in the courtroom.
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This chapter discusses some of the most important issues that concern us today, both as 
healthcare providers and consumers:

1. Informed Consent and Low Literacy

The principle of informed consent—that patients have the right to participate in decisions 
about their own health care—is a widely accepted tenet of medical ethics and law. The 
reason implementing informed consent is so challenging may be embedded in the term 
itself: one of its components—information—comes from the doctor, and the other—
consent—comes from the patient. Typically, informed consent has two parts: a process in 
which the doctor explains the procedure and its risks and its benefits to the patient. Then, 
the patient signs a legal document called an informed consent form, which becomes a part 
of his medical record and serves to document that he has given the doctor permission to 
do the procedure after understanding what it entails. The problem is that consent forms 
are often long and detailed, and this glut of complicated information rarely facilitates 
comprehension or informed decision-making. Instead of enhancing understanding, 
informed consent forms often end up overwhelming, confusing, or intimidating patients.

It appears that consent forms are deliberately badly designed. They seem to serve the 
purpose of protecting the doctor, rather than educating the patient because they are 
written by lawyers for lawyers. Hospital informed consent forms have virtually no bearing 
on the patient being truly informed or being aware of what is going to take place. Patients 
are typically asked to sign informed consent forms minutes before the procedure is to 
begin, often in a state of stress and fear (on top of being ill). Taking their signature seems 
to have become a formality, and they are expected to sign the document quickly so that 
the doctor’s schedule is not affected. Often these forms provide blanket authorisation 
for doing anything, which protects the hospital, but actually removes informed consent, 
because it means the surgeon can do anything he sees fit. 

With regards to informed consent, low literate patients are a high-risk group – not just 
because they have a higher chance of suffering a poor outcome, but also because the 
hospital is at higher risk for being sued for malpractice. Doctors and hospitals can be held 
liable for adverse outcomes if the information provided to patients was incomprehensible 
to the patient. Communication failures can lead to adverse events in the courtroom. 

Courts have held that the patient’s inability to read a consent form invalidates signed 
consent, and have shifted the burden to the physician to prove that informed consent was 
provided in some other way. Judges have made clear that when a physician is aware of an 
impediment to patient understanding, such as poor literacy or a communication barrier, 
the physician has a legal duty to address the impediment in order to obtain informed 
consent. This is why hospitals are investing in health literacy and patient education systems, 
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thus creating smarter, more engaged patients, who can take better care of themselves. 
Health literate patients are less likely to have negative outcomes, thus reducing the risk of 
malpractice suits. 

The law can serve as a carrot as well as a stick. If the fact that the doctor used health 
literacy tools when obtaining informed consent can be used as a defence against the claim 
that the patient was not educated about possible risks and complications, this would help 
encourage doctors to use these routinely. Some courts have considered the use of patient-
friendly informational materials as proof that the patient provided informed consent.

In order to fix a broken process, progressive companies are now using technology to enable 
patients to provide online digital consent. The web-based iMedConsent solution (@ http://
www.dialogmedical.com/) prepares procedure-specific consent forms, covering more than 
2,200 treatments and procedures. The clinical content library includes anatomical images 
and videos to enhance patient understanding. These resources can be personalised by 
the doctor, and the patient can review them from the comfort of home, thus saving the 
doctor’s time as well. The signed documents can be automatically stored, ensuring that 
critical documents are never lost or misplaced. This is smart use of technology to enhance 
patient safety and it also reduces the risk of the doctor being sued for malpractice, since 
it standardises and automates the informed consent processes. 

2. Health insurance

Patients buy health insurance because they understand that costs of health care are rising 
and they need to protect themselves if they fall ill. Most assume that if they have medical 
insurance they are going to be able to afford medical care if they need it. Sadly, this is not 
always true. When you buy a health insurance policy, the friendly company agent is very 
happy to come to your house, take your signature on the health insurance form, and collect 
your premium. The company will also faithfully send you annual reminders for your premium 
payments. However, when it’s time to submit your claim for reimbursement of medical 
expenses, things can get quite hairy. The processes at health insurance companies seem to 
be designed to reject as many claims as possible, no matter how legitimate they maybe. This 
is hardly surprising, because health insurance companies are profit-making, and the longer 
they can hold on to your premiums (their “float”), the more money they stand to make.

http://www.dialogmedical.com/
http://www.dialogmedical.com/
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It is only when your claim gets rejected that you start to carefully study the health 
insurance form you signed many moons ago. You find it is full of baffling terms, including 
“exclusions”, “co-payments”, “deductibles “, “pre-existing conditions”, and “usual, 
customary, and reasonable charges” – terms that sounds like Greek and Latin and which 
your agent never bothered to explain when collecting the premium. Insurers seem to be 
deliberately keeping their customers in the dark by burying all the exclusion clauses in 
masses of fine print. The reason they do this is simple – it’s all about money. The forms 
are designed to purposely obfuscate: to make the claim process so difficult that people 
give up on pursuing their claims, even if they are valid, because they cannot cope with 
the hurdles the insurance company places in their path. This is hardly surprising, since the 
forms are designed by health insurance company lawyers, to protect the interests of the 
health insurance company.

Make sure you disclose everything that is required in the form - please do not sign a blank 
form and leave it to the agent to fill the form later. If you do not disclose a pre-existing 
disease then you run the risk of your policy being cancelled or a renewal being denied 
if this fact is discovered later. Keep a copy of all documents submitted to the insurance 
company for your future reference and remember that any promise made by the agent or 
even an official of the insurance company has no value unless it is in writing.

The US government has now taken concrete steps to ensure that patients can make sense 
of what their policy covers and what it does not. The Affordable Care Act – the new health 
reform law – requires health insurers to provide concise and comprehensible information 
about health plan benefits and coverage. In India, patients are much more vulnerable 
and the Consumer Dispute Redressal Forums are log-jammed with unhappy and angry 
patients who feel cheated because their insurance company has refused to pay claims on 
all kinds of flimsy pretexts.

3. Laboratory tests
You are accustomed to having blood tests done when you go to your doctor because 
they provide important diagnostic clues about disease. Lab tests offer the doctor a 
window into your body and when the pathology laboratory translates your blood into 
a stream of numbers, units and acronyms, your doctor can analyse this data to make 
the right diagnosis. However, most lab reports don’t seem designed to provide you with 
any intelligible information whatsoever. The typical blood test report is an exercise in 
obfuscation, a document that needs to be interpreted by a physician. However, lab reports 
don’t have to be unintelligible. With some thought, the results can be displayed so that 
they are as informative to patients as they are to physicians. Patients need to be able to 
understand their blood test “numbers”, so they can translate this knowledge into action, 
and become participants in their own health. 
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Let’s look at blood sugar levels for example. Diabetics need to monitor blood sugar levels 
continuously, and every diabetic knows that better control means better health and lower 
medication costs. The blood sugar report should help the patient and his doctor manage 
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the disease. However, rather than just providing a single blood sugar level number, it 
would be much more helpful to the patient if serial values were provided in the form of 
a graph, so the patient could clearly see how well he was controlling his sugar levels. The 
good news is that even though labs still don’t do this, clever websites such as SugarStats 
(@ http://www.sugarstats.com) enables patients to track their blood sugar levels free of 
cost. This is a valuable online diabetes management tool – and similar sites need to be 
developed to manage other chronic diseases as well. 

4. Personal Health Records (PHRs)

Ideally, the results of blood tests, X-rays, diagnostic scans and other information needs 
to be provided to patients in the right context, so they can track it and make sense of it. 
The best way to do this would be upload it to the patient’s EHR (electronic health record). 

http://www.sugarstats.com
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A personal health record (PHR) is an online tool (@http://www.myphr.com) which can 
help to increase health literacy and transform patients into better-educated consumers of 
healthcare. The PHR enables us to put the I in HealthIT! The information in PHRs is portable, 
protected and private, and its ownership lies solely with the patient. The key to success is 
to ensure that the information is displayed in a format that is easily understandable for the 
patient. Further research is needed to develop a user-centred interface design for EHRs, 
which provides them with a dashboard that displays basic information, and enables them 
to “drill down” for the relevant details they want to explore. While it’s easier to teach 
educated patients how to utilise this information to make decisions, patients without an 
adequate understanding of their own healthcare may be overwhelmed and discouraged 
when presented with a PHR. 

However, this is actually a great opportunity to improve their health literacy because a 
major advantage of the PHR is the ability it affords the patient to be an active member of 
the medical team and not just a passive consumer of healthcare services. An active team 
member will seek to understand the content of his own PHR. This desire can serve as 
a powerful motivating force in improving their personal health literacy, especially when 
the doctor prescribes customised information directly to the PHR, to help patients make 
sense of their reports. Not only do PHRs provide patients with health information at their 
fingertips, they make it easier for patients to connect online with their doctors through 
patient portals. By encouraging patients to ask questions and find out more, their health 
literacy improves, and health outcomes are better.

While it is true that patients with low health literacy will require extra help to learn to use 
their PHR, it is a worthwhile investment in their lifelong health. The personal health record 
(PHR) can actually increase social capital in the form of better doctor-patient relationships 
and improved health literacy. Patients are the largest untapped healthcare resource and 
PHRs can help them to manage their own health. The PHR that Kaiser Permanente offers 
it members, My Health Manager, is one of the biggest success stories in healthcare. It 
has reached four million users, and over the past year, users have accessed the portal 
more than 100 million times. The Blue Button initiative, rolled out recently by the US 
government, which enables users to download their personal health data at the click of a 
button holds great promise, because it encourages transparency and empowers patient 
with information.

5. Pharmaceutical companies and medications 

A major problem for patients with low literacy is managing their medications. Many people, 
especially the elderly, take multiple medications, in varying doses, and at different times 
during the day. These medicines often have side effects, and some can cause complications 
by interacting with each other. 

http://www.myphr.com
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Pharmaceutical companies are required by law to provide patients with medication 
information in the package. These leaflets are supposed to help patients take their 
medications properly. However, most leaflets come with the following problems:

•	 Small text, crammed together
•	 Poorly printed, small, hard-to-decipher warning labels symbols
•	 Unclear, non-standardised instructions
•	 Complex language that can be hard to understand 

I wonder how many patients even bother to read these leaflets, leave alone understanding 
what they convey.

The information doesn’t seem to be designed with the patient in mind at all. It appears 
that pharmaceutical companies print leaflets just to comply with the law and to protect 
themselves from lawsuits should the patient suffer from a complication as a result of the 
drug. Not only does this represent a missed opportunity to teach patients; unintelligible 
leaflets are actually a potentially grave risk to the health of patients, who are often clueless 
about the side effects and complications of the medicines they are taking because the 
leaflets are unreadable. 

There are some great examples of well-designed patient information leaflets @ http://
www.choiceandmedication.org/cnwl/. These serve as a very good model for how 
pharmaceutical companies can teach patients with poor literacy the information they 

http://www.choiceandmedication.org/cnwl/
http://www.choiceandmedication.org/cnwl/
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need to know about their medicines. The pharmaceutical industry needs to adopt the 
motto: “Educate before you medicate!”

Fortunately, things are changing for the better. European law now states: 

“The package leaflet must be written and designed to be clear and understandable, 
enabling users to act appropriately, when necessary with the help of health professionals.” 
(Title V of Council Directive 2001/83/EC (as amended) Article 63(2).)

The UK Medicines and Healthcare Products Regulatory Agency (MHRA) have also issued 
guidelines to help improve these package inserts:

•	 Use plain language, simple punctuation, short paragraphs, and bullet points
•	 Use an easy-to-read font
•	 Use headings and colour to help patients navigate the text
•	 Consider the use of simple, easy to understand symbols and pictographs 

The full guidelines can be accessed @: http://www.mhra.gov.uk/home/groups/pl-a/
documents/websiteresources/con049314.pdf. 

6. Tackling public health problems by improving health literacy

Poor health literacy makes the work of public health officials much more difficult. Even 
though we have very effective anti TB drugs to treat tuberculosis (TB), this preventable 
infectious disease remains prevalent in India today. This is usually presented as a public 
health problem, but the burden of individual TB patients is not just medical. They suffer 
from social stigma as well – both internal, because they are ashamed of their disease 
and external, because community members ostracise them. Another major problem is 
incomplete adherence to treatment because the duration of treatment is long (usually six 
months or longer), combination therapy is required, and side effects may be unpleasant. 

When doctors prescribe antiTB medicines to their patients, they expect them to take 
these as advised. However, many low-literacy patients stop taking the medicines after a 
few weeks, when they start feeling better, because they conclude that the medicines have 
worked successfully and that the TB is cured. After all, if they are feeling fine, why should 
they take any more drugs? Doctors call these patients non-compliant and think of them 
as being difficult patients, who do have enough sense to follow their doctor’s orders! 
However, it’s not that these patients are stupid or obstinate – it’s just that the doctor 
has not done a good job in explaining to them why they need to continue taking their 
medicines for so long. 

http://www.mhra.gov.uk/home/groups/pl-a/documents/websiteresources/con049314.pdf
http://www.mhra.gov.uk/home/groups/pl-a/documents/websiteresources/con049314.pdf
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As you can imagine, it’s not easy explaining the concept of microscopic bacilli to uneducated 
patients! The formation of TB clubs, where patients with TB form groups to support each 
other, has helped to reduce the stigmatisation of TB; and to improve patient compliance 
as well. TB clubs are formed by groups of TB patients who met while attending outpatient 
appointments. Each club elects a leader who ensures that all members attend the TB clinic 
and arranges weekly club meetings, where members can support each other and share 
problems. The TB clubs have also identified people in the community with suspected TB, 
encouraged them to seek diagnosis and treatment. @ http://www.who.int/tb/people_
and_communities/commcare/background/en/index7.html

The concept of TB clubs has been expanded to include the creation of school TB clubs. 
The “Little doctors club / Schools TB Clubs Program”, teaches school children to become 
ambassadors of TB, in spreading awareness about the disease among their class mates, 
school, home and the community as a whole. The awareness thus created aims to 
enhance the case detection & treatment success rates in the targeted communities.  
@ http://www.schooltbclubs.com/projdes.html

http://www.who.int/tb/people_and_communities/commcare/background/en/index7.html
http://www.who.int/tb/people_and_communities/commcare/background/en/index7.html
http://www.schooltbclubs.com/projdes.html
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CHAPTER 19

PROMOTING HEALTH LITERACY: 
Spread the Word!
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In October 1999, Helen Osborne launched the Health Literacy Month. It has been 
celebrated every year since, in events large and small, all over the world. Health literacy 
can be promoted through a wide variety of venues, including:

•	 An event at the hospital 
•	 A workshop for clinic personnel 
•	 A library’s sharing of effective patient education materials
•	 An employer-sponsored health fair

Ms Osborne has written an excellent manual on the subject Health Literacy Handbook. 
The Event Planning Guide for Health Literacy Advocates. You can order a copy @ http://
www.healthliteracy.com.

Here are some suggestions on how to go about planning a health literacy promotional 
campaign: 

Planning your promotion

Before you begin, you’ll want to put some thought into what you hope to achieve as a result 
of your event. Is there a current health problem or issue in your area that needs special 
attention in terms of low-literate patients? For example, are you seeing more patients from 
the slums coming to you with injection abscesses because of unsafe injection practises? 
How can you teach them the dangers of unnecessary injections? Once you know your 
goals, you can choose the best way to conduct your event to achieve those objectives.

If you are planning a community-based event to promote health literacy in your 
neighbourhood, then partnering with other organisations (such as local pharmacies, 
clinics, hospitals and the government primary health centre) is essential. It is important to 
include people from a variety of areas in your planning, including your end users: people 
with limited literacy skills. 

What type of event should you have?

What will people do at your event? Your answer to this question will, of course, depend 
on your objectives. If your objectives are to increase general awareness, you may wish 
to have one or more presentations on the issue of health literacy and what can be done 
about it. If you would like your staff to learn how to communicate in “plain language” with 
patients or have them learn the “Teach-back” technique, you will probably want to have a 
workshop or two in which you teach these skills and provide hands-on practice. 

http://www.healthliteracy.com
http://www.healthliteracy.com
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While you can host a health literacy event at any time, there may be other events going on 
in your area that would support your initiative and perhaps result in greater attendance or 
have a larger impact. If an organisation in your area is already having an event on one of 
the many international health awareness days such as World Heart Day or Rose Day, then 
it might be a great idea to simply join them!

Similarly, if a hospital is organising a free health check-up camp; or the Rotary Club is 
arranging a blood bank drive, you can piggy back on this by providing a booth or speaker 
on health literacy. This approach may be an excellent avenue for your first promotion, 
because in this case, you won’t have to organise the whole event – just be a small and 
meaningful part of it.

Creating a buzz around your event

This can be quite challenging, because health literacy is not considered to be a “sexy” 
issue. Try roping in a celebrity as a spokesperson, so you can attract media attention. 
Promotion possibilities include: 

•	 Creating flyers or posters that can be posted on community bulletin boards.
•	 Sending notices to community-based websites for inclusion on their event calendars.
•	 Creating an eye-catching graphic for your event. 
•	 Creating press releases for local newspapers.
•	 Inviting the local media (radio, TV) to attend your event.

Evaluating your event

Once the event is over, you will want to assess its impact and the success you achieved in 
accomplishing your initial objectives. This will help you do a better job the next time you 
organise similar events – after all, promoting health literacy is an on-going task! 
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CHAPTER 20
 

WHAT MARKETING STRATEGIES WORK TO 
PROMOTE HEALTH LITERACY? 

By Hema Vishwanathan

Getting the right policy decisions is in large part a function of 
luck. Everything depends on having the right bureaucrat in the 
right place at the right time.
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Advertisers are masters of the art of persuading people to buy stuff! How can you use 
their skills to promote health literacy? What lessons can you learn from them? 

Let me illustrate this point with two personal examples. It is my hope that we can adapt 
these to promote health literacy as well.

However before that, let’s run through these basic marketing thumb rules:

•	 Define and describe your target audience: Who are you addressing? Before 
communication can begin, you need to know who this person is (demography), 
where he or she can be found (geography) and how he or she can be reached 
(media).

•	 Understand the target audience: All good communication begins with understanding 
the customer and looking into her needs, wants and expectations. Needs are both 
overt and subliminal. The world of advertising has mastered the art of addressing 
subliminal needs in subtle yet powerful ways. There is greater impact achieved 
through touching the more subtle needs than the more overt needs.

•	 Decide on the message and keep it simple: The third requirement is to get a clear 
handle on the message that you want to deliver. What do you want to say? What 
does the consumer (patient/ audience) want to know? Somewhere in the wide gap 
between what you want to tell and what they want to know, you need to strike 
common ground. The point where they intersect is a good starting point because it 
is only when communication starts from a point of mutual interest that it has any 
hope of going forward in a productive way. 

•	 Say it again and again: Communication needs to be repeated – over and over again. 
Messages do not go out easily, even when talking one-on-one. There are gaps 
between the intended and the received message. There are gaps in attention span 
and perception. There are distractions. Worse, when mass media channels, such 
as television or radio beams out messages to millions of people in an impersonal 
fashion, the gaps can be huge. In addition to the problems mentioned above – 
attention, intention, perception and distraction – there could be the problem of 
noise and clutter. Hundreds of messages are trying to reach out to the same person 
– and he really does not want to listen to any one of them. They are trying to grab 
his attention at a time when his interest lies elsewhere. 

•	 Use modern-day communication tools: Communication today is a different 
ballgame altogether. It is continuous, instant, and hydra-headed and multiple 
armed, so that it often defies comprehension and measurement. Today’s flavor of 
the month can be a billion dollar blockbuster – or end up in the garbage heap – and 
it’s impossible to predict this with any degree of accuracy. The good news is there 
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are now myriad opportunities to reach out to the end-consumer – through the 
internet, mobile phone, through search engines, messaging, and free-to-download 
apps. The opportunities to connect have multiplied and become omnipresent.

•	 Get the policy makers on your side: Without political will, all public health efforts 
will come to a naught. Of course, getting the right policy decisions is in large part 
a function of luck. Everything depends on having the right bureaucrat in the right 
place at the right time. If you get lucky in finding someone who is willing to listen 
and is somewhat committed to improving public health, take it that half your battle 
is won. Without this kind of a person in the chair, all well-meaning efforts are likely 
to go down the drain very quickly. 

Case Study One

Our first story unrolled in the mid-1980s when WHO expressed concern over the steep 
rise in diarrheal disease among children in India. WHO made the assumption that the 
deaths must be happening because mothers were ignorant and probably stopped giving 
the child food and fluids when he/she got diarrhoea, in an attempt to stop diarrhoea. A 
communication strategy was being planned when a few senior officers at UNICEF decided 
that the assumptions needed to be checked out. I was fortunate to be in charge of the 
nationwide research that sought to understand what mothers actually did when the child 
developed diarrhoea. 

In the first phase of the study, we went to mothers from over 150 villages spread across the 
country and asked them: “What would your grandmother have told you to do when a child 
had diarrhoea?” That simple question revealed a long list of fluids and semi-fluid options 
that completely stunned the decision-makers who had assumed that mothers would be 
ignorant. It revealed that the traditional knowledge on the subject of rehydration was 
excellent. We found that mothers knew about rice water, dal (pulses) water, buttermilk, 
barley water, breast milk, coconut water, khichdi (a mixture of rice and pulses cooked 
together), sago porridge… the list was long and rich. The tradition was and had always 
been to give fluids and semi-solid foods to a child during diarrhoea.
 
But why, then, were children dying of diarrhoea and dehydration? If the knowledge was 
so good, what was the problem? The second phase of the study looked into what mothers 
had actually done in practice. So we went to nearly 10,000 mothers across the country 
whose children had had diarrhoea in the last 15 days and asked them: “What did you give 
to the child when he had diarrhoea?” 

The answers once again stumped us. These others had given nothing other than tea, 
milk, water. The rich tradition of rehydration, about which there was still some residual 
knowledge, had in fact been lost in practice. Lack of time, lack of conviction and the desire 
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to be modern had led the women to shun “grandmother’s methods” although there was 
no equally effective alternative available to replace the old cures. 

The study also found that mothers were not keen on giving a homemade sugar-salt 
solution to the child. This lacked the scientific aura of expensive medicines, or impressive 
injections. If she must do something at home, we realised, she would prefer to rely on a 
commercial packet of ORS. In addition, we tested (and found) that it was difficult to get 
her to add the right quantity of salt to a litre of water.

Armed with all this data and with the help of the Health Secretary, the findings were 
presented to the Parliamentary Consultative Committee on diarrheal disease. These were 
accepted and the revised National Diarrhoea Management Plan (NDMP) was drafted to 
place major emphasis on well known, localised, home available fluids and soft food as 
well as on breast milk for infants; in addition, the child was to be given ORS. That was the 
time ORS was deregulated and made available over the counter (OTC). The revised NDMP 
planned a major social marketing effort to make ORS widely known and available. 

Based on all these findings, we launched a major communication campaign, under the 
aegis of the Ministry of Health that ran from 1988 to 1998. Television channels beamed out 
messages on the public service channel (Doordarshan) as well as a few private channels 
reminding mothers that some of the best remedies for diarrhoea were to be found right 
there in the kitchen, remedies that had been known to Indian mothers for many centuries. 
In addition, she could also approach her nearest health worker for a packet of ORS and 
keep the child continuously rehydrated. The campaign worked very well and resulted in a 
clear decrease in diarrhoeal deaths.

Case Study Two

The second case study is about a communication on Infant Immunisation. When the 
Government of India decided to make the Universal Immunisation Programme (UIP) a 
public health programme in 1987-88, it set up a Technology Mission to ensure a successful 
adoption of the programme. It was planned as a phased roll-out, with the first pilot being 
carried out in 12 districts across the country. Once again, I was fortunate to be in charge 
of the research team that was asked to look into the problem of programme dropouts 
because it was found that most mothers tended not to finish the course.

We realised that an important part of the job would be to convince parents that it was 
important to get the child immunised. In addition, communication was needed to persuade 
grandparents, with whom the idea of disease prevention did not cut any ice. It made no 
sense to them to take a healthy child and get him injected and then have him feel unwell 
the next day! However those who worked on this programme knew that the results would 
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be visible only 20-30 years down the line, a prophecy that has come true today. A follow-
up study provided an interesting revelation. When we asked mothers what they feared 
more “disability or the death of their child?” over half said that they feared disability more 
than death. This was even truer in the case of a girl. If a child became disabled, the worry 
and difficulties lasted for a lifetime and spelled financial disaster for the family. While a 
child’s death was also deeply feared, the idea of a child becoming permanently disabled 
was much more traumatic because it was felt to be a fate worse than death.

This insight provided the communication handle that we needed. It was decided that 
our communication would play on this fear factor and use polio as the leading message. 
Posters and advertisements used pictures of a young boy severely disabled by polio. The 
message was – you can prevent this from happening to your child by getting your child 
immunised today. It worked. Today we have over 75% infants covered by BCG and DPT 1. 
It is a joy to learn that India would be declared polio-free by 2014. 
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CHAPTER 21

WHY DOCTORS NEED TO BE POLITICALLY 
ENGAGED…AND ENGAGING 

By David Werner

Doctors and other health professionals who are truly concerned 
about the health of the people in their communities will necessarily 
find themselves proactively engaged with a number of different 
“political” issues that have an obvious impact on health.
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A few years ago, in the busy thoroughfare of the city of Mazatlan, Mexico, a thin, tired-
looking woman with a sick baby in her arms approached me, asking for money to buy 
a medicine. A doctor she had just consulted had told her that her baby had signs of 
pneumonia. And indeed the baby was breathing in short rapid breaths and flaring her 
tiny nostrils. The woman handed me a doctor’s prescription for one of the newest, most 
expensive broad-spectrum antibiotics on the market. 

“I spent nearly everything I had to pay the doctor,” she said, “and can’t begin to pay for 
this medicine.”

“Were any lab tests done to find out what microbe is causing the infection?” I asked.

“No.” She shook her head. “He just examined the baby and wrote this note.”

I explained to the mother that the expensive new medicine the doctor had prescribed 
should be used only as a last option, and only after lab-work showed resistance to more 
standard antibiotics, which are usually safer, cheaper, and less likely to cause dangerous 
side effects. At a pharmacy, I helped her buy several adult-dose tablets of generic 
amoxicillin, which she could cut into pieces and mix with breast milk, to give her baby the 
recommended dosage.

The good news is that the baby was finally successfully treated at about 1/20 of the cost 
of medicines that the doctor had prescribed. Many doctors, in deciding what to prescribe, 
give little thought to the fact that the prescription of an expensive new medicine, strongly 
promoted by the pharmaceutical companies, may in effect be a death sentence to the 
child whose family is too poor to afford it.

This experience hammered home, once again, the truth that has given direction to my work 
over the years: Health is determined more by social, economic, and political factors than by 
medical and preventive services. The corollary is obvious: Doctors — if they are interested in 
promoting health rather than just treating illness — need to be politically engaged. 

This is not a new idea. Rudolph Virchow, sometimes referred to as “the father of modern 
pathology,” said, back in the middle of the 19th century, “Medicine is a social science and 
politics is nothing but medicine writ large. If medicine is to fulfil her great task, then she 
must enter the political and social life. Do we not always find the diseases of the populace 
traceable to defects in society?”

Health literacy, in the broadest sense of the term, must include being informed and actively 
concerned about the social determinants of health. Most doctors are well trained in the 
biomedical aspects of disease but are “health-illiterate” when it comes to understanding 
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how the larger social and political context impacts the health of their patients. This is 
especially the case when it is a matter of being aware of the underlying obstacles to health 
that weigh upon the less privileged that constitute about half of humanity. 

Most doctors come from relatively well-off families who have a very limited comprehension 
of the needs and struggles of the poor majority. It is not enough to pore through 
publications on the topic — though that may be a good start. But it fails to provide any 
first-hand experience. If we are interested in training health professionals who are health 
literate, medical education should include an extended period of total immersion in a poor 
community, where doctors-in-training live closely with impoverished people and get to 
know first-hand the overwhelming complexity of the health-related difficulties they face. 

A daring experiment. During the 1970s and ‘80s, a daring experiment of this kind of 
“immersion” took place in Mexico (where I have worked for decades in Community Based 
Healthcare and Rehabilitation). Called “Plan of 36,” this experiment transplanted a group 
of 36 beginning medical students, for their entire first year, into Netzahualcoyotl, a huge 
slum community on the fringe of Mexico City. When this service-oriented initiative began, 
unemployment in “Netza” was over 60%. There was no running water or sewage system, 
and only one health centre for over a million people. 

On the first two days of “med school” in the slum, each student visited 30 destitute 
families (15 each day), asking them about their most urgent health-related needs and 
the difficulties they encountered in meeting them. Based on what people told them, the 
students with their professors planned their first year med-school curriculum. Training 
was designed to enable the students to help the slum dwellers they’d befriended cope 
with their health-related problems as best they could. Because most families were large, 
during that first year of medical school the 36 students provided basic health services, 
information and advocacy to more than 10,000 underserved people!

Although, for their remaining years of medical school, these students returned to a 
conventional hospital-based curriculum, what they learned during their first year’s “total 
immersion” apparently stuck with them. Surveys conducted several years later indicate 
that the “health literacy” they’d gained had significantly increased their socio-political 
commitment to, and empathy for, the underdog. An unusually high percentage of these 
students, upon becoming doctors, ended up working in community health programmes 
and/or became activists promoting the health rights, environmental improvements, 
collective organisational capacity of los de abajo (“those on the bottom”). 

In contrast, most doctors coming out of the conventional medical curriculum — which is 
more concerned with sickness than with health — joined, without question, the medical 
system that is profit-driven rather than health-driven. They saw little reason to try to 
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change it. This way, they ended up becoming part of the problem. A prevailing profit-driven 
system leads to the suffering and/or death of millions of people every year — mostly of 
impoverished people who have little voice in the decisions that affect their lives. 

An example from the Philippines will provide us with a deeper understanding of what 
“health literacy” means, at community level. Several years ago I joined a group of health 
promoters from Latin America on an exchange visit to the Network of Community Based 
Health Programs in the Philippines. In a poor village on the outskirts of Tacloban we 
watched health workers in the Makapawa Health Program weighing babies to monitor 
their growth. Proudly, they told us that in the two years since the programme had begun, 
the death rate among young children — which had initially been very high — had dropped 
significantly. We asked why. The health workers thought it was because of the “health 
talks” they gave mothers about nutritious foods to give their children. 

But the mothers disagreed. “That’s not so!” they insisted. “Nurses and health officers have 
come to our village for years, lecturing us about what foods we should give our children. 
We know all that! If we don’t feed our kids properly, it’s not because we don’t know what 
foods they need. It’s because we don’t have the money to buy the foods — or to feed our 
children enough!”

The mothers, however, agreed that their children were healthier and that fewer were 
dying since the health programme began. So we asked the mothers why. No one had a 
good answer. We asked whether their wages had increased or food prices had dropped — 
but they said the opposite was true. 

Next, the local health workers took us to see the workings of a project that reintroduced the 
use of traditional herbal medicines in the treatment of common ailments. In groups of 15 
families, people would come together to prepare simple home remedies for coughs and colds, 
skin conditions, indigestion, aches and pains, and minor injuries. For diarrhoea — the most 
common child illness — they made what was essentially an oral rehydration drink, with correct 
amounts of sugar and salt, together with guava juice and crushed banana to add potassium 
and other needed minerals. 

After the group demonstration, we talked with the mothers about the possible impact of 
their herbal remedies on the general health of their children. 

One mother said, “We use homemade remedies to cure a lot for our children’s ailments, 
and most of them get well.”

“That way,” said another mother, “we don’t have to take the long trip to the city to see a 
doctor, and buy expensive medicine at the pharmacy.”
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Other mothers pointed out that, thanks to their homemade cures, they saved a lot of 
money on travel costs, doctor fees and medicines. With the money saved they were able 
to buy more food.

“Good Lord! Do you realise what we’re saying?” exclaimed a mother. “We’re saying it was 
medical care that was killing our children! What we spent on the docs and drugs meant we 
had less for feeding our children!”

With a gleam of discovery on her weathered face, a grandmother with a little girl nestling 
beside her said, “So at last we know why our children are healthier! Now we’ve taken at 
least part of our health into our own hands, and we have more money for food.”

And so it was that these village mothers — though many couldn’t read or write — became 
more “health literate.” They had begun to analyse and act upon the root causes of their 
poor health.

The experience of these village mothers in the Philippines is by no means exceptional. In 
many ‘rich’ world countries — and even in the United States — one of the most common 
causes driving low-income families into absolute destitution is the high cost of medical 
treatment, especially for major illnesses or emergencies.

In the face of such examples, we must ask ourselves two key questions: 

— To what extent is medical care, as commonly provided today, an obstacle to health?  
— How can ordinary people read the situation more clearly and take collective action?

Doctors and other health professionals who are truly concerned about the health of the 
people in their communities will necessarily find themselves proactively engaged with a 
number of different “political” issues that have an obvious impact on health: 

Equity. Something is clearly unhealthy in a world where the gulf between the rich and the 
poor continues to grow, and where nearly half of the global population of seven billion 
people suffers from health-compromising nutritional problems. (Today over one billion 
people are chronically hungry while over two billion are insalubriously obese.)

Allocation of resources. In today’s globalised economy, Death apparently has greater value 
than Life. Governments spend far more on the instruments of war, arms and armaments 
than on healthcare and education combined! 

Access to medicines and services. Effective medicines and services are useless if geographical 
and economic factors put them beyond the reach of people who need them the most. 
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The need for universal health care. Doctors who are health literate, and want to become 
politically engaged, would to do well to join the forces that are demanding universal health 
coverage, so that families will no longer be at risk of having illnesses ruin their lives.

Everyone should have equal access to basic resources such as adequate calories, clean 
water, good sanitation and unpolluted air in order to sustain good health. The World 
Water Council reports that more than one out of six people lack access to safe drinking 
water. That’s 1.1 billion people. More than one out of three (2.6 billion) people lack 
adequate sanitation.

The role of traditional health workers. To protect powerful economic monopolies, many 
countries have outlawed the “unqualified” practice of traditional healers, lay midwives, 
and others who provide care within the economic, cultural, or geographic reach of the 
poor.

Perhaps the matter can be best summed up by reflecting on the meaning of the term 
“politics.” At its core, politics has to do with the distribution of power. For the most 
part, our present health system is run for the economic growth of the powerful and 
lucrative monopolies (such as for-profit corporate hospitals chains, pharma companies, 
health insurance companies and medical device manufacturers) that callously place 
urgently needed potentially life-saving attention out of the reach of the impoverished, 
disempowered millions. 

Today, eight million children continue to die annually from easily preventable and treatable 
conditions because the world’s ruling class does not give priority to the global goal of 
Health for All. For health professionals to become “politically engaged,” means to actively 
advocate for a fairer, more compassionate, egalitarian society: one where everyone has a 
representative voice, and where healthcare, adequate nutrition, decent living conditions, 
and empowering education are basic human rights. As Dr Rudolf Virchow said over a 
century ago, “Medicine is a social science, and politics is nothing else but medicine on a 
large scale. Physicians are the natural attorneys of the poor, and social problems fall to 
a large extent within their jurisdiction.” If more of today’s doctors would aspire to this 
political vision of Virchow, the practice of medicine would contribute a lot more than it 
now does to the goal of ‘Health for All.’
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CHAPTER 22

 FUTURE PERFECT 
By Helen Osborne

People across the world are working hard to communicate 
health information more clearly. Strategies run the gamut from 
“low-tech” techniques such as writing in plain language and 
using pictures to “high-tech” options including audio and video 
teaching tools, interactive websites, and technology-based self-
care devices.
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December 1995 was the first time I ever heard the term “health literacy.” I was working 
as an occupational therapist on a psychiatric unit at a small, community-based hospital 
in Boston, MA. I had just read a research article published in the Journal of the American 
Medical Association (JAMA). It was titled “Inadequate Functional Health Literacy Among 
Patients at Two Public Hospitals,” written by Williams, Parker, Baker et al. The authors of 
this article concluded, “Many patients at our institutions cannot perform the basic reading 
tasks required to function in the health care environment. Inadequate health literacy may 
be an important barrier to patients’ understanding of their diagnoses and treatments, 
and to receiving high-quality care.” (You can read this eye-opening article @ http://jama.
jamanetwork.com/article.aspx?articleid=392214 ).

That article signalled an “Aha!” moment for me. Armed with this new perspective, I 
critically examined my worksheets, which I had thought were well written. I realised to 
my dismay that many of my patients who came from different cultures and educational 
levels might have a hard time making sense of them. I didn’t need more convincing that 
health literacy mattered. Indeed, I was part of the problem. Now, I wanted to be part of 
the solution.

But what could I do? At the time there was little guidance. Other than this one research 
article, the only other resource I could find was the (ever-excellent) book by Doak, Doak, 
and Root, Teaching Patients with Low Literacy Skills (@ http://www.hsph.harvard.edu/
healthliteracy/resources/doak-book/) 

Nonetheless, I forged ahead. I introduced my healthcare colleagues to the concept of health 
literacy. I introduced myself to those outside of healthcare who knew a lot about literacy, 
teaching, and communication. And I met fellow health literacy advocates who came from 
many sectors including public health, academia, adult education, and pharmaceutical 
companies. 

But outside this group, health literacy was still not widely-known. So in 1999 I posted 
a message on a health literacy listserv (an online discussion group) asking what others 
thought about creating an awareness-raising campaign. Honestly, I expected little 
response. I was stunned when many replied “Great idea. What are YOU going to do?” And 
so Health Literacy Month began. This annual awareness-raising event has been celebrated 
worldwide ever since (@ http://www.healthliteracymonth.org). 

Over time, health literacy commanded more attention. A significant turning point was in 
2004 when the Institute of Medicine (IOM) of the National Academies published a landmark 
report, Health Literacy: A Prescription to End Confusion. Its executive summary states, 
“Nearly half of all American adults—90 million people—have difficulty understanding and 
acting on health information.” (@ http://www.nap.edu/openbook.php?isbn=0309091179 ) 

http://jama.jamanetwork.com/article.aspx?articleid=392214
http://jama.jamanetwork.com/article.aspx?articleid=392214
http://www.hsph.harvard.edu/healthliteracy/resources/doak-book/
http://www.hsph.harvard.edu/healthliteracy/resources/doak-book/
http://www.healthliteracymonth.org
http://www.nap.edu/openbook.php?isbn=0309091179
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In the last decade especially, there have been thousands of peer-reviewed research 
studies confirming that health literacy is a serious and pervasive problem with costly 
consequences. You can find links to many of these studies at the US National Network of 
Libraries of Medicine website, @ http://nnlm.gov/outreach/consumer/hlthlit.html.

Government leaders, too, are getting more involved in health literacy campaigns. Starting 
in 2010, the US is at what some refer to as a health literacy “tipping point” with the 
enactment of several significant laws and policy recommendations. These include:

•	 National Action Plan to Improve Health Literacy, with seven goals to improve health 
literacy and suggested strategies for achieving them.  @ http://www.health.gov/
communication/hlactionplan/ 

•	 Plain Writing Act of 2010. A law requiring that federal agencies communicate in 
ways that the public can understand and use. @ http://www.plainlanguage.gov/
plLaw/index.cfm 

•	 Patient Protection and Affordable Care Act (often referred to as “healthcare 
reform”). This includes several direct and indirect references to health literacy. @ 
http://www.iom.edu/Reports/2011/Health-Literacy-Implications-for-Health-Care-
Reform.aspx )

•	 Health Literacy Universal Precautions Toolkit, commissioned by the federal Agency 
for Healthcare Research and Quality (AHRQ). @ http://www.ahrq.gov/qual/literacy/ 

You can hear Dr. Howard Koh, Assistant Secretary for the US Department of Health 
and Human Services, discuss these and other health literacy milestones at @ http://
healthliteracy.com/hlol-koh 

Health literacy is also getting worldwide attention. In September 2012, the Institute of 
Medicine’s Health Literacy Roundtable commissioned a report by Andrew Pleasant 
PhD of Canyon Ranch Institute that summarises international health literacy activities. 
Learn more @ http://www.iom.edu/~/media/Files/Activity%20Files/PublicHealth/
HealthLiteracy/2012-SEP-24/WorldHealthLit.pdf

People across the world are working hard to communicate health information more clearly. 
Strategies run the gamut from “low-tech” techniques such as writing in plain language and 
using pictures to “high-tech” options including audio and video teaching tools, interactive 
websites, and technology-based self-care devices. One resource to learn more about such 
strategies is my book, Health Literacy from A to Z: Practical Ways to Communicate Your 
Health Message, Second Edition, @ http://www.jblearning.com/catalog/9781449600532/ 

What’s next for health literacy? While of course the future is unknown, I foresee the 
development of many more strategies to improve how we communicate about health. 

file:///Users/Laurel/Desktop/ServingMed/Health%20Literacy/../../admin/admin/admin/My Documents/Downloads/@ http:/nnlm.gov/outreach/consumer/hlthlit.html
file:///Users/Laurel/Desktop/ServingMed/Health%20Literacy/../../admin/admin/admin/My Documents/Downloads/@ http:/www.health.gov/communication/hlactionplan/
file:///Users/Laurel/Desktop/ServingMed/Health%20Literacy/../../admin/admin/admin/My Documents/Downloads/@ http:/www.health.gov/communication/hlactionplan/
http://www.plainlanguage.gov/plLaw/index.cfm
http://www.plainlanguage.gov/plLaw/index.cfm
http://www.iom.edu/Reports/2011/Health-Literacy-Implications-for-Health-Care-Reform.aspx
http://www.iom.edu/Reports/2011/Health-Literacy-Implications-for-Health-Care-Reform.aspx
http://www.ahrq.gov/qual/literacy/
http://healthliteracy.com/hlol-koh
http://healthliteracy.com/hlol-koh
http://www.iom.edu/~/media/Files/Activity Files/PublicHealth/HealthLiteracy/2012-SEP-24/WorldHealthLit.pdf
http://www.iom.edu/~/media/Files/Activity Files/PublicHealth/HealthLiteracy/2012-SEP-24/WorldHealthLit.pdf
http://www.jblearning.com/catalog/9781449600532/
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I also hope that research will focus more of its attention on the economic benefits of 
communicating clearly rather than just looking at the costs of misunderstanding. Once 
we establish the business case for investing in health literacy, the movement can grow 
exponentially. And given the growing amount of international interest, I anticipate many 
exciting opportunities for worldwide partnerships, collaborations, and innovation. Indeed, 
we all truly are part of health literacy solutions. 
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CHAPTER 23

FINAL THOUGHTS FROM DR. MALPANI

It’s important to remember that we all can be functionally 
illiterate to some degree or another when we are placed in 
unfamiliar situations. Even doctors can be health illiterate in 
areas that they do not specialise in.
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At first blush, health literacy seems to be a dry and boring academic topic for most doctors. 
This is why I feel every doctor should see the film English Vinglish. This is a touching film, 
and will help all health care professionals to understand what uneducated patients go 
through when they cannot understand what the doctor is saying. 

The protagonist of this film, Sridevi, cannot speak English, and finds herself completely 
clueless and directionless in New York. Her situation is akin to that of patients who find 
themselves stranded, lonely and miserable when they fall sick, and are unable to navigate 
the complex linguistic landscape of healthcare professionals. 

Patients naively expect their doctor to act as a friend, philosopher or guide, but if they 
are poor or uneducated, they will often find that the doctors and other medical staff 
treat them callously and thoughtlessly. Medical students and residents often make fun of 
patients who cannot understand what they’re saying; and many get irritated when they 
have to repeat instructions to patients, who are not able to comprehend a language that 
is foreign to them.

There are a lot of parallels between Sridevi’s lack of proficiency in English and a poor 
patient’s health illiteracy. Most large hospitals are in the cities, and patients who come here 
for treatment from villages are often poor and cannot read or write in English. They spend a 
lot of time, money and energy to come to city hospitals that can provide them high quality 
specialised medical care, so they naturally come with great hopes and expectations. 

However, when they land here they find their hopes dashed in a manner similar to 
Sridevi’s experience in New York City. They discover to their horror that most signboards 
are in English and they get lost very easily. Doctors and medical residents usually come 
from privileged urban backgrounds and think, read and write in English. Most of their 
education has been in English; their medical textbooks are in English; and their professors 
lecture to them in English as well. While this means that their medical knowledge and 
technical expertise meets global standards, it also means that they have a hard time 
talking to their uneducated patients from a vernacular background. 

After watching this movie, I felt that our doctors can learn a lot from the characters of 
this movie. Character artist, Amitabh Bachchan, who occupies a seat next to Sridevi on 
the flight from Mumbai to New York, is supportive and helpfully shows her how to use 
a call bell to summon the hostess. In sharp contrast, the waitress behind the counter 
at the coffee shop is loud and obnoxious, because Sridevi cannot place her order in 
English and is holding up the other customers. She belittles Sridevi, makes fun of her; 
and causes her to leave the café in tears. You can watch the trailer on YouTube @ https://
www.youtube.com/watch?v=AwmFMjv7XE4.

http://www.youtube.com/watch?v=Ki0A9bOoyq8&feature=relmfu
https://www.youtube.com/watch?v=AwmFMjv7XE4
https://www.youtube.com/watch?v=AwmFMjv7XE4
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What kind of doctor are you? Do you take the extra time and trouble to learn how to 
communicate with your patients in terms they can comprehend?

Uneducated patients or those from a linguistically different background then yours 
are very vulnerable. They maybe impoverished, scared, poorly informed and easily 
exploited. They are usually treated by doctors and nurses with little respect, because 
they think of them as being stupid because they cannot speak English. I’ve witnessed 
some doctors take a perverse delight in looking down upon these patients – tragically, 
the very patients who need our compassion and kindness the most.

In reel life, the story has a predictable happy ending, and Sridevi’s self-esteem is restored, 
thanks to the motley bunch of classmates in her English language class, who prove to her 
that she’s competent, and that learning English is a skill she is quite capable of mastering. 
Similarly, patients also need to learn that they have to take the time and effort to master 
basic medicalese – they cannot expect to be spoon-fed all the time.

While doctors can take the initiative in simplifying how they talk and write, literate 
patients also have a lot to offer. Collaborative efforts such as Wikipedia show that 
it’s possible to tap into the wisdom of the crowds for creating information for mass 
consumption.. Thus, if you are fluent in English and Hindi, you can volunteer to create 
health entries in the Hindi Wikipedia, so everyone can benefit from these. Similarly, 
if you are a graphic artist, you can use your skills to illustrate medical concepts for 
laypeople. If you are web designer, you can offer to publish a website for your doctor, 
so he can communicate with his patients. If you are a concerned citizen, you can make 
videos of your doctor answering common questions in regional languages, and upload 
them to YouTube. Remember that the best way of helping yourself is to help someone 
else – and all patients can use their hard earned personal expertise to make the life of 
other patients’ easier.

In the final analysis, it’s important to remember that we all can be functionally illiterate 
to some degree or another when we are placed in unfamiliar situations. Even doctors 
can be health illiterate in areas that they do not specialise in. If an orthopaedic surgeon 
gets cancer, for example, he or she may feel at a loss with the diagnosis and need help in 
making sense of  his treatment options. 

As each health literacy problem is unique, the solution we need to deal with it also has to 
be unique! Information material has to be tailored to those unique health needs. 

For instance, a nutritionist who is familiar with a patient’s dietary habits and preferences 
can offer a better and more realistic solution to her weight problem, than simply handing 
her out an informational leaflet on Daily Recommended Allowances or giving her vague 
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advice on reducing her caloric intake. You have to know the patient’s “bigger picture” in 
order to provide her with effective advice. 

This may seem like a lot of work. However, rather than see health literacy as a burden to 
be borne, it can actually be a wonderful opportunity for medical practitioners to learn the 
best practices of the healthcare industry. In effect, health literacy presents an opportunity 
to offer CARE, where:

•	 C stands for Compassion
•	 A for Acceptance
•	 R for Respect, and
•	 E for Effective care

In order to be able to offer this kind of CARE, we need to make our communication clear, 
simple, brief, appealing, interesting, believable, and persuasive.

We can’t do it alone. We need to work together to make a difference. By highlighting the issue, 
collaborating and by making effective use of the innovative literacy resources available today, 
we can help overcome literacy problems and achieve improved health outcomes. Improving 
health begins with understanding – and health literacy is a vital part of this prescription.

Poor literacy and poor health set up a negative vicious cycle. Because the poor cannot 
afford education, they suffer from poor literacy. This prevents them from receiving 
good health care, as a result of which they may fall ill more often. This affects the next 
generation as well, because ill, poorly-nourished mothers in turn have malnourished 
children, who are often physically stunted and mentally disadvantaged because of poor 
in-utero nourishment.

Can we break this cycle? India has the potential to become a world superpower, but only 
if we can capitalise on our social capital, by making sure our citizens are healthy and 
productive. Health literate people live longer and have stronger incentives to invest in 
developing their skills and their children’s knowledge. Healthier populations have higher 
productivity and are less of a burden on a country’s fragile health system, thus cutting 
down on wasteful expenditure.

India has many dubious distinctions, including being the diabetes capital of the  
world. These chronic illnesses are lifestyle diseases, and all the doctors and hospitals in the 
world will never be enough to manage these. We need to empower citizens with health 
literacy, so we remain healthy, happy and productive. Success happens one individual, 
one company and one community at a time. And that’s the challenge and opportunity 
that stands in front of all of us, starting today.
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Low health literacy is a silent epidemic that can cause the health care system to collapse. 
This is a huge challenge – and a great opportunity as well. We’d encourage you to explore 
and to contribute. Find people with a passion for health literacy, and work with them to 
move your program forward. Think big, act small, dare to fail... but PLEASE stop talking and 
start acting! The Suggestions for Further Reading lists the resources used in the creation 
of this book, as well as further sources of information on this neglected topic. It is a good 
starting point and will put you in touch with the main players in this area. You can access 
the online version of this book @www.thebestmedicalcare.com/healthliteracy! We would 
like to hear from you – and would be delighted if this book inspires you to create your own 
resources that we can add to this expanding list! 

http://www.thebestmedicalcare.com/healthliteracy
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