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Today’s talk
Part I: ”I’m tired, tired, tired”

- What is qualitative health research (as distinct 
from biomedical research)?

Part II: Translational QHR

- Qualitative health research has already 
contributed to health care in fundamental ways

Conclusion: Collaboration is the way forward



Part I



“When I use the word illness… I shall mean something 
fundamentally different from what I mean when I write 
disease. By invoking the term illness, I mean to conjure up the 
innately human experience of symptoms and suffering. Illness 
refers to how the sick person and the members of the family 
or wider social network perceive, live with, and respond to 
symptoms and disability…

Disease is the problem from the practitioner’s perspective. In 
the narrow biological terms of the biomedical model, this 
means that disease is reconfigured only as an alteration in 
biological structure or functioning.”

(Kleinman 1988: 3-4)





Organs, tissue, cells, DNA Cohorts, populations Identities,socialities, practices



Populations have disease(s)
• Incidence, prevalence
• Disease burdens
• Mortality & morbidity rates
• Lifestyle factors
• Environmental exposures
• Health policy and 

prioritisation
• Cost-effectiveness

Populations, cohorts

Patients have disease(s)
• Requires clinical care
• Diagnostics
• Therapeutics
• Pharmaceuticals
• Hospitalisation, testing, 

monitoring
• Managing side effects
• Surveillance, rehabilitation

Tissue, cells, DNA



Families live with disease(s)
• Making sense of
• Disruption of daily lives and 

routines
• Developing therapeutic

itineraries
• Managing and coordinating

family daily life
• Living with disease

Individuals cope with disease(s)
• Shock, anguish, anger, grief, 

confusion
• Anxiety, stress, depression
• Coping techniques
• Building resilience
• Psychological counselling
• Coping with disease

Lifeworlds, experiences, 
practices, socialities

Psyches, personalities, self



Research objects



Diabetes (Guell 2012)

(Rane et al. 2011)

(IDF 2015)

(MedFriendly 2016)



So what is qualitative health research 
(in social science)?

• systematic collection of empirical data through (participant) 
observation, interviews and/or collection of written/audio-
visual materials to generate analytical insight into more or 
less shared ways of thinking, doing or being:

- how individuals and groups perceive, orient 
themselves and make sense of their surroundings 
through patterned forms of thought
- how individuals and groups organise themselves and 
interact with others through regularised practices over 
time
- how individuals experience their everyday lives in 
embodied, yet shaped ways



Qualitative data sets
• Field notes
• Interview transcripts (audio recordings)
• Grey literature – brochures, leaflets, guides
• Social media postings
• Media stories
• Pictures, video recordings

Semantic/semiotic patterns in textual data sets rather than numerical patterns in 
quantitative data sets



N=way too few?
• Power from depth, not breadth
• Depth requires time (as does breadth)
• Researcher–informant relations
• Good quality data requires trust, intimacy, 

sustained relations
• This does not mean that N-breadth, N-

representativity is irrelevant
• But there are breadth-depth trade-offs



(Dixon-Woods et al. 2004)

(Nolbit & Hare 1988)

(Campbell et al. 2003)



I’m tired, tired, tired…
• Enough with slamming the evidence bases, 

methodologies, knowledges of other forms of 
research

• Enough with the single evidence hierarchy – each
form of research has its hierarchies of rigour

• Rigour is not up for debate – every discipline, 
approach is responsible for upholding the highest
standards

• No discipline or approach is under any more or 
less obligation to defend/justify its standards of 
rigour



Part II



The impact of 
qualitative health research

(with a particular focus on medical anthropology)





More people than ever before
are living with their diseases



…health objectives are changing

Reduction of 
morbidity 
and mortality rates

Management and 
improvement of the 
lives (the quality of 
life) of those living 
with disease

“many diseases or conditions are not fatal but are 
responsible for great loss of healthy life ... the losses that 
occur this side of death because of handicap, pain,  or 
other disability. ”

(World Bank 1993)



“In recent years, average life expectancy has increased 
significantly more in Denmark than in those countries we 
normally compare ourselves to… But it is not only about 
length of life. At least as important is quality of life . 
Preventative and health promoting efforts must be directed 
towards both lengthening life and improving quality of 
life . It is the view of this government that this approach be 
broadly adopted such that we focus much more than hitherto 
on both length and quality of life, not least quality of life in the 
years after work life when major diseases are more 
prevalent. It is crucial for a good life to avoid disease. And 
should one get a chronic illness to get the possibility to and 
support for living a life of good quality.” 

(Healthy for Life, Government of Denmark 2002) 



Enhedens navn

• The adjustment of epidemiological measurements of 
the health of populations – DALYs, QALYs, DALEs, 
HALEs

• development of instruments, rating scales and indices 
– such as the EQ-5D health outcomes instrument – to 
measure how it is to live with a certain disease;

• proliferation of ‘expert patient’ courses by health 
authorities where chronically ill patients are taught to 
treat and manage their own health conditions;

• emergence and consolidation of systematised ‘Living 
with’-guides for patients and carers (see Figure 1), 
often prepared by patient or disease-advocacy 
associations;

4 examples of the impact of QHR



Enhedens navn

1. Epidemiological calculation





“there is a difficulty inherent in the use of 
mortality statistics as measures of health 
status. They tell little about the living, while 
the health of the living has become a very 
important aspect of health status.”

(‘Conceptual problems in developing an 
index of health’, Daniel Sullivan 1966)

After mortality



From morbid death to morbid living

A gradual shift in/multiplying of epidemiological styles of 
thinking over the course of the 20C – from loss of life 
(death) to loss of ‘healthy life’ (QoL)

Adjusting vital calculation: diseases are not only 
something people have and eventually die from (birth 
rates, mortality rates, morbidity rates, life expectancy, 
etc.), they are also something that people live with
(disability weights, discomfort continuums, healthy life 
expectancy)

Metrics of incidence, prevalence and mortality have been 
supplemented by a metrics of severity and impairment



“The problem is no longer merely one of finitude, of the 
extinction of life by death: the problem space now concerns 
the loss of the mode of life proper to vitality consequent on 
the impact of disease on the individual and collective. 
Accordingly, to assess the health of a population it is not 
sufficient to count the dead and record what they died from: 
we must study the ‘costs’ of disease for ‘the living’ – for each 
and for all – and how they individually and collectively suffer 
from, and cope with, the diseases with which they live.”

(Wahlberg & Rose 2015)



Enhedens navn

2. Clinical trials



Top 10 prescription drugs

Drug Condition Sales 2005

LIPITOR (Pfizer) High cholesterol $12.9 billion

PLAVIX (Bristol-Meyers) Heart disease $5.9 billion

NEXIUM (AstraZeneca) Heartburn $5.7 billion

SERETIDE (GSK) Asthma $5.6 billion

ZOCOR (Merck) High cholesterol $5.3 billion

NORVASC (Pfizer) High blood pressure $5.0 billion

ZYPREXA (Eli Lilly) Schizophrenia $4.7 billion

RISPERDAL (J&J) Schizophrenia $4.0 billion

PREVACID (Abb. & Tak.) Heartburn $4.0 billion

EFFEXOR XR (Wyeth) Depression $3.8 billion

Forbes 2006



Therapeutic claims
“Olanzapine [Zyprexa ] demonstrated a 
superiority over risperidone in reducing 
mood symptoms, providing high clinical 
response rates, maintaining response and 
improving patient quality of life and 
interpersonal relationships.”

“After treatment with Nexium 91% of 
patients with reflux esophagitis in the 
study shown here were free of 
heartburn, resulting in a considerable 
improvement in many aspects of their 
daily lives (assessed using the Quality 
of Life in Reflux and Dyspepsia 
[QOLRAD] questionnaire)”

“Advair significantly improved and 
maintained health-related quality 
of life , with the average 
improvement in the St. George’s 
Respiratory Questionnaire (SGRQ) 
total score for Advair being a 
reduction of 3.1 units compared 
with placebo”

“Subjects treated with venlafaxine 
[Effexor ] noted a reduction in 
severity of hot flushes and 
improved quality of life as 
compared to those receiving 
placebo”





The standardised subject

What is it like for someone to live with a disease, what is 
morbid living like? => An entire archive of rating scales, 
indices and instruments which aim to measure the 
impact of disease on daily living. 

“the losses that occur this side of death because of 
handicap, pain, or other disability” (World Bank 1993).

Premise: disease is debilitating, becoming sick will 
eventually impact on your daily life through a range of 
restrictions, limitations, constraints, discomforts and 
apprehensions. By scoring and ranking these, rating 
scales provide a numerical basis for assessing disease 
impact along axes of severity.



Four domains of daily living
1) Functional ability – many rating scales give priority to ‘performance’ or 
the ability to carry out daily activities such as self-care (washing, toilet 
visits), mobility, cleaning, cooking, shopping, etc. Continuums go from 
‘bedridden’ or ‘entirely dependent’ to ‘fully mobile’ or ‘independent’.

2) Discomfort – not only is sickness seen to limit or constrain, it also 
generates discomfort, a point that many rating scales attempt to capture 
by asking patients to what extent they feel pain or discomfort. Continuums 
go from extreme pain/suffering to no pain or discomfort.

3) Unease – some rating scales attempt to capture the many 
apprehensions that sickness can generate in a patient. Continuums range 
from ‘very anxious or depressed’ to ‘not anxious or depressed’ 

4) Relationships – a less common domain is that of relationships which 
suggests that a ‘thriving’ person is one who is involved in a number of 
positive relationships with family, friends and colleagues. Continuums can 
be organised along degrees of isolation (i.e. number of relationships) as 
well as on how individuals assess their relationships (e.g. as good or bad).



Enhedens navn

3. Expert patient schools



Expert patients

Learning how to live with disease



Enhedens navn

“When you come home from the hospital after treatment for a heart 
disease, it can be difficult to imagine how daily life will be. Recovery 
takes time and you need to know how to prevent your heart 
disease from getting worse. In this brochure you can read about 
our offer of courses and training for heart patients after discharge.” 
(Hvidovre Hospital 2010).



Enhedens navn



Enhedens navn

4. ‘Living with’ guides





“Life with Alzheimer’s is a shared concern for both the one 
who has the disease and her or his loved ones. Alzheimer’s 
infiltrates deep into family life. Roles transform and ways of 
being together change character. Hence, when a diagnosis 
has been given, the challenge is to find out how you will 
live a life with Alzheimer’s together … Whether you have 
Alzheimer’s or are a loved one, you will need good advice as 
well as help and guidance to the different phases that you 
will go through as the disease progresses.”

Living with dementia, Danish Alzheimer Association 2012







Concluding thoughts



• Health care in the 21st century requires
inter-disciplinary collaboration

• Prolonging life and improving life are 
equally important therapeutic objectives 
today

• Epidemiology, biomedicine, anthropology, 
psychology, and more are needed

• Each discipline has its strengths and 
limitations – methodologically, analytically



• Qualitative health research can generate 
systematic insights into more or less 
shared ways of thinking, doing or being

• This knowledge is just as translatable into 
health care practice as knowledge of 
cellular mechanisms, treatment effect, 
disease burden, lifestyle exposures, etc.

• What we need is clarity about research 
objects and good old-fashioned division of 
labour





Now that I have all this off my chest, I’m not 
so tired any more and I look forward to 

collaborating with you all!

thank you
tak

kiitos
谢谢

cảm ơn


