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Welcome and Context
Doris Schroeder thanked TDR1 and in particular Robert Terry for hosting PROGRESS. She also welcomed team
members who joined their first plenary meeting: Professor Rachel Wynberg, Dr Mary Walker, Dr Laura Pereira
and Alex Rawcliffe.

Opening Words
Robert Terry, WHO TDR
Robert Terry greeted the audience and welcomed the PROGRESS project at the World
Health Organization (WHO), TDR. He highlighted that research and development
systems are currently unable to deliver health care products and services for poor
populations. Especially, anti‐ microbial and anti‐biotic resistance show that systems
need to be changed and adapted. Robert Terry suggested that this challenge informs
the PROGRESS work on Responsible Research and Innovation (RRI).

Why should health be given special attention in responsible research and innovation?
Professor Doris Schroeder, PROGRESS Co‐Ordinator, Uclan
Is health especially important in responsible research and innovation? According
to Prof. Doris Schroeder, answers could be derived from:
1.
2.
3.

A definition of responsibility,
The importance of health for human beings, and/or
A definition of RRI.

As Normal Daniels has already provided a satisfactory answer to point 2 in Just
Health (2008)2, and point 3 will be presented during the lunch time seminar, the
following answer to point 1 was provided by the speaker.
Responsibility can be interpreted as “taking charge, taking care, being responsive” or “being blamed”. The
former interpretation was used here. It can be further distinguished into legal, contractual and moral
responsibility. The latter category was used here. Moral responsibility can be distinguished into ‘do no harm’
and ‘do good’. The former category was used here. Statements from utilitarianism, virtue ethics and rights‐
based philosophy were presented to show that all major philosophical theories demand that unnecessary
mortality and morbidity ought to be prevented. It was argued that health care products and services are the
only result of research and innovation, which is protected by intellectual property rights (IPR) and satisfies a
basic need of human beings. It was inferred that researchers and innovators in health have a special
responsibility as they derive benefits from the IPR system, which no other industry that caters for basic human
needs enjoys. Combined with the fact that the IPR system leads to foreseeable harm (morbidity and mortality)

1

Special Programme for Research and Training in Tropical Diseases
http://www.cambridge.org/de/academic/subjects/philosophy/political‐philosophy/just‐health‐meeting‐health‐needs‐
fairly
2
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to some, thereby violating the do no harm principle, one has to conclude that health requires special attention
in RRI.

Panel 1 – Responsible Innovation
What does responsible research and innovation mean in health?
Prof. Carel IJsselmuiden and Dr Najia Musolino, COHRED
Dr Najia Musolino reported that two views inform her presentation – one as a scientist and one as a COHRED
staff. Her experience in the pharmaceutical industry, especially in genetic engineering, has shown that the
main debate in the past used to be about the products of GM. Today it is about the principles of genetic
engineering, its credibility, its principles of control and principles of reliability.
When talking about RRI in health, one needs to define meaningful health goals. For COHRED, these are new
therapeutic products, new diagnostics, new forms of targeted delivery ‐ all relevant to societal needs. A source
of contention exists when individual, public, scientific and commercial interests need to be satisfied when
experimental treatments move from the laboratory to the bedside. A sense of responsibility for how we make
products/therapies available is needed.
Najia Musolino emphasised that health is not just about new drugs and diagnostics, but it is also about
sustainable infrastructure and dealing with external factors such as climate change, malnutrition, cultural
aspects, self‐medication, and political instability. For instance, if local cultural settings were taken into account
more effectively, the Ebola crisis might have been preventable.
One valuable tool in RRI could be a certification system that assesses the fairness of international collaborative
partnerships in development – the COHRED Fairness Index (CFI). The CFI aims to be integrated into the
management structure of partners, so that it can be proposed as a cost effective tool to all partners for
implementing best practises/fairness/equity in the development of products/policies/improving practices.
Najia Musolino suggested that RRI and CFI can walk hand in hand, and propose solutions to the partners so
that they can consider ethical standards and societal needs that will ultimately help promote a fair distribution
of the portfolio of benefits derived from doing health research.
Prof. Carel IJsselmuiden began with a Carl Sagan quote – “We live in a society exquisitely dependent on science
and technology, in which hardly anyone knows anything about science and technology…..this combustible
5

mixture of ignorance and power is going to blow up in our faces”. Carel IJsselmuiden suggested that this
highlights a lot of what RRI intends to address.
He also suggested that RRI is very EU driven – the US focusses more on research integrity and Asia has, to date,
provided no major contribution on the subject. He emphasized that COHRED promotes health equality and
development globally, helping countries create their own RRI networks/systems in order to create capacity
and drive sustainable development. The CFI tool is just an example of a way in which COHRED has helped to
achieve this.
Furthermore, he highlighted that most research and innovation funding in low/middle income countries is in
health and agriculture. This allows for a science conducive environment to be created around these two topics.
Carel IJsselmuiden provided cases such as the African response
and control of Ebola at present, which is no different to what it
was in 1976. Hence, he asked “what has been occurring in
Africa during this time in terms of RRI?” Foreign aid, for
instance, is not focused on strong infrastructure for low/middle
income countries. In fact, Africa needs to invest in its own long
term RRI infrastructure. In this context, he reported that
COHRED has been offered a contract by the West African
Health organisation to create a long term strategy (20‐25
years) for the region, so that West Africa can have the infrastructure to start taking care of its own
people/research.
Carel IJsselmuiden presented a case study ‐ GAVI (Global Alliance for Vaccination and Immunisation), a well‐
established multi‐national/international collaboration. However, 10 years on, the collaboration has still not
implemented any strong infrastructure in Africa. As a result, the initiative is still no nearer to addressing the
problems it originally intended to. He also highlighted a second key issue; that the potential of research
provides more than just the product – it creates jobs/communities/an economy. But these benefits are only
available to those with a strong infrastructure. A third key issue in RRI in low and middle income countries is
data sharing, which can be very controversial. In less developed countries there is little legal support for this.
Carel IJsselmuiden therefore recommended that RRI should look at issues such as fair research contracting
that helps localise/benefit local institutions in terms of system building/economic benefit to local
communities. Big issues such as ownership/IPR/lack of understanding of legislation/overhead
costs/administrative costs should also be considered in this context.

Panel 1 – Discussion a)
‐

‐

Dr Sachin Chaturvedi asked more information on data sharing. In the context of low and middle
income countries, most need to be TRIPs compliant and provide data protection. What forecloses
options for data sharing? What is the challenge here?
Prof. Carel IJsselmuiden responded that, from an ethical perspective, there is a lack of trust and faith
that the benefits of the data will go back to the origin. TRIPs may be too complicated and impractical
for many countries. We need to reduce the mistrust. Set pro formas and rules will increase trust and
access to data sharing. The benefits of business created from this will encourage growth.
6

‐

‐

‐

‐

‐

Dr Sachin Chaturvedi then wanted to learn more about the COHRED Fairness Index (CFI) and its use
in the past. Dr Najia Musolino highlighted that the CFI certification has benefitted international
partnerships in the past – an example in Tanzania involved two partners working together, only
because one had CFI certification. The main aim is to raise awareness of best practises. It was
recommended visiting http://cfi.cohred.org/ for further information on the CFI.
Professor Rachel Wynberg highlighted the 90:10 gap. 90% of health
funding is spent on the health needs of 10% of the world population. Rachel
asked whether and if so how this had been translated/integrated into the
CFI and the Responsible Research partnerships.
Carel IJsselmuiden responded that the 90:10 gap is not his brain child, but
he is merely ‘the ‘caretaker’ of this. The 90:10 gap showed the divide is
across the world in terms of research funding. However, the 90:10 concept
is still very relevant to COHRED’s work, but not directly included in the CFI.
Dr Roger Chennells suggested that the IPR system creates harm for some,
and asked COHRED to expand on this and what their understanding is. He
added that the CFI sounds like a civil society response –literature involving fair
trade/tourism/cosmetics suggests that you cannot provide food unless you control the land. The CFI
appears to be an area where civil society seems to have a lot of traction. Does COHRED apply the same
approach to the food industry/wine industry?
In response to question one, Professor Doris Schroeder replied that the last UN human rights
rapporteur said specifically that the IPR system damages the poor in terms of availability and
accessibility of medicines, so certain diseases are not being researched, and other drugs are priced
out of the reach of the poor. In response to where COHRED get the traction from for the CFI, Dr Najia
Musolino responded that institutions will submit reports of their activities and partnerships, which
are then assessed by external accredited assessors outside of COHRED, and given approval. Having
this approval or not will provide the traction. There will be no ‘naming and shaming’ – the main aim is
to improve practises.
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Who should drive responsibility? The Scientists?
Professor John Weckert, CSU, AUS
Prof. Weckert argued that a common, and reasonable, view is that the
responsibility of scientists is to do good research while the development
of technologies is done separately, for instance, through industry and
engineers. This dichotomy however does not stand close scrutiny. If
research leads to knowledge that can be used for the development of
potentially profitable products, it almost certainly will be used in this way.
Such development is not inevitable because it depends on the psychology
of people and on the economic system but because efficiency and
profitability are core values in a capitalist society, it is highly likely. It is therefore difficult completely to divorce
the responsibility of scientists from the practical outcomes of their research.
An important factor in assessing the responsibility of scientists is the role of expertise. Expertise brings
additional responsibility because people rely on experts and as a result are vulnerable with respect to them.
Scientists therefore have greater responsibilities in the areas of their expertise. These responsibilities attach
not only to individual scientists but also to scientists as a group. Scientists have a collective responsibility for
research and the innovation that flows from it even though this responsibility diminishes the further one
moves away from the research.

Panel 1 – Discussion b)

‐

‐

‐ Prof. David Kaplan asked how much autonomy scientists
should have. He said that it is very hard to impose societal values
on science and that autonomy might be a better foundation for
science. Professor David Kaplan suggested that no individual
innovation is good for everybody, and there will always be
conflict between interest groups where innovation is involved.
‐ Prof. John Weckert agreed, adding that there is no distinction
between research and application of technological development, and that in research and innovation
there is a continuum of responsibility. At all times, the scientists have responsibilities for their
research.
Dr Francesca Cavallaro returned to Professor Kaplan’s point that no individual innovation can benefit
all. In the case of poly vaccines, for example, which bring a huge benefit to human kind, nobody is
thinking about the revenue – could other innovations be like this? Professor David Kaplan responded
that some innovations can have enormous societal benefit, but even here, you can think of
practitioners of traditional medicines whose livelihoods might be threatened by this innovation. There
will always be conflicting interests. Many innovations will have many strong benefits – but there will
always be opposition.
Prof. Doris Schroeder highlighted that PROGRESS needs a mechanism with which to push for, and
include, the marginalised or the least advantaged members of these conflicted groups.
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‐

‐

‐

Dr Laura Pereira highlighted that from the ‘do no
harm’ approach one could lead up to the need
for innovations which aim to benefit
marginalised groups. Taking into account the
role of power in the innovation system and the
setting of agendas – for example the issue of
benefitting the 90% instead of 10% is an
important warning sign. From an individual
scientist’s perspective, we need a system to
allow the ‘do no harm’ approach which has greater benefits for marginalised communities.
Prof. Carel IJsselmuiden asked whether he can talk about the role of Professional Ethics in the context
of ‘do no harm’? Paul Woodgate highlighted that there is a constant conflict of ‘agenda setting’ and
decision making. There is a movement away from the Northern funder to an approach that is more
African based; not just for recipients of funding but for their partners as well. The Wellcome Trust aims
to build an environment for research to take place rather than fund just individual projects. Devolving
decision making is hard, though.
Prof. John Weckert pointed to the collective responsibility; and asked, where does this responsibility
lie? Major problems face multiple levels of responsibility. In some institutions, for example
universities, people from different disciplines rarely talk to each other. More collaboration is needed
to tackle the big problems in the world.

Who should drive responsibility? The Funders?
‐ Paul Woodgate – Wellcome Trust
Taking the question as to whether funders should drive RRI, Paul
Woodgate first defined what he means by funders. People immediately
think of charities and research councils. However, we should not forget
that government itself is by far the largest funder of research in most
liberal democracies (as indeed in many countries which would not be
defined as liberal democracies!). One could therefore argue that by
implication the public who vote (in most countries…), pay taxes and
donate to charities are also funders. At the other end of the spectrum,
pharmaceutical companies are also major funders of health research.
This talk, however, focuses mostly on what charities such as the Wellcome
Trust and (to an extent) research councils should do. Considering what RRI
is and exploring each aspect of it, Paul Woodgate concluded that
charitable funders should play their part in RRI by:




facilitating partnerships/dialogue between stakeholders using their diverse relationships
supporting research that probably would not be funded if positive results had to be reported in the
short term; and
using their positions of public trust to achieve changes in the law/policy (whilst being careful not to
play this card too often, so as not to erode that trust).
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Panel 1 – Discussion c)
‐

Dr Ravi Srinivas asked whether the Wellcome Trust have any specific policy on IPR licensing for the
research they fund. Paul Woodgate responded that the Wellcome Trust does not have a specific policy,
other than that the IP is a matter of discussion between the Wellcome Trust and the
institution/organisation that has done the research. Who owns the IP is discussed on a case by case
basis, where needed.

Lunch time seminar: Responsible Research in Innovation and Health
Robert Terry introduced the speakers.

The Importance of Health in Responsible Research and Innovation
Professor Doris Schroeder, PROGRESS Co‐ordinator, Uclan
Continuing the morning discussion, Prof. Schroeder
derived the importance of health for RRI from her
interpretation of a definition of RRI by Rene von
Schomberg. She defined the three Schombergian
elements of RRI as left. She then showed how each of the
three elements have a special link to health research.
First, looking at the process of medical research and
innovation, risks are imposed on human beings who take
part on research as volunteers. Fundamental values of
non‐exploitation and human rights are especially crucial in
risky health research (e.g. clinical trials Stage 1).
Second, whilst studies show that the health sector does better than others in terms of sustainability (e.g. a US
study showed an 8% carbon footprint with a 16% GDP share3), the special importance of health in RRI derives
from the focus on the needs of future generations. Non‐sustainable research and innovation practices risk
damaging the health and well‐being prospects of future generation.
Third, together with nutrition and shelter, access to health care provides for the most basic physical human
needs. Especially in the case of neglected diseases affecting low and middle income countries, further
innovations are needed to satisfy this basic need. Hence, Prof. Schroeder concluded that health is important
for all three RRI elements.

Lunch time seminar – Discussion a)
‐

3

Professor John Weckert asked whether Prof. Schroeder did run medical research and health research
together? If so, he suggested, that they should not be. Prof. Schroeder replied that she has indeed
included health and medical research together for simplicity. However, social innovations, which

http://www.uchospitals.edu/news/2009/20091110‐footprint.html
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would be innovation in health rather than medicine are highly important, in her view. That’s why we
are holding this meeting at the TDR.

Inclusive Innovation and Novel Health Products based on Biodiversity and Traditional
Knowledge: Can the Nagoya Protocol help?
Professor Rachel Wynberg (University of Capetown)
Prof. Wynberg reviewed the concept of inclusive
innovation in the context of the recently
adopted Nagoya Protocol on Access to Genetic
Resources and the Fair and Equitable Sharing of
Benefits Arising from their Utilisation, an
agreement under the Convention on Biological
Diversity (CBD). She explained that the concept
of “access and benefit sharing” (ABS) originated
as a legal expression in the 1992 CBD, arising
from the unequal distribution of biodiversity
throughout the world, the desire of biodiversity‐
poor but technology‐rich industrialised countries to have continued access to these resources, and the
determination of biodiversity‐rich but technology‐poor developing countries to benefit from the exploitation
of their resources. ABS also refers to the use of traditional knowledge associated with biodiversity, and the
rights of traditional knowledge holders to benefit from commercial development of this knowledge.
The CBD and Nagoya Protocol are underpinned by three principles: prior informed consent; mutually agreed
terms; and fair and equitable benefit sharing. Intuitively, one would imagine the CBD to be compliant with
principles of inclusive innovation. Indeed, inclusive innovation points to inequalities that may arise in the
development and commercialization of innovations, and also acknowledges the inequalities that may occur as
a result of value creation and capture.
Prof. Wynberg then tested the assumption of compliance against the ladder of innovation proposed by Heeks
et al (20134) who describe a series of steps, with each succeeding step representing a greater notion of
inclusivity in relation to innovation. She concluded that while the CBD may fulfil principles of inclusive
innovation at lower rungs of the ladder, particularly with regard to impact, it is unlikely that there will be
compliance at higher levels, which focus on the process of developing the innovation; the inclusivity of the
structural processes of innovation; and the framing of knowledge and discourses. This is due to deep structural
inequalities in natural product value chains, unequal power relations between resource and knowledge
holders and those involved in developing and investing in products, and the nature of the free market system
itself.

4

Heeks, R., Amalia, M., Kintu, R. & Shah, N. (2013) Inclusive Innovation: Definition, Conceptualisation and Future
Research Priorities, IDPM Development Informatics Working Paper no.53, University of Manchester, UK.
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Lunch time seminiar – Discussion b)
‐

‐

Prof. Doris Schroeder asked whether Prof. Wynberg was surprised about your result that the CBD and
the Nagoya Protocol do not map too well onto inclusive innovation? Prof. Wynberg replied that she
was indeed surprised. However, it was interesting to use another framework of assessment.
Dr Roger Chennells highlighted to Prof. Rachel Wynberg that the entities on the ladder of innovation
could change. Prof. Wynberg responded that the unit of analysis will change from level to level, so it
depends on how you wish to look at it. You could look at one particular case study and track it from
level one all the way to level 6 and ask questions of it. What do its provisions say to each of those
points? is an interesting question.

Mechanisms to encourage Social Innovations for Health in India
Dr Sachin Chaturvedi, Director General RIS, Ministry of External Affairs India
Dr Sachin Chaturvedi began his presentation by saying that with only 1 per cent of gross domestic product,
public spending on healthcare in India is among the lowest in the world. At the
same time, social entrepreneurs are change‐makers who strive to find innovative
solutions to social problems. As a case study of social innovations in health care
in India, Arvind Eye Care was presented by Dr Chaturvedi. The innovative
network of eye hospitals has had a major impact on treating blindness in India
and its success relies heavily on social innovations, such as how patients are
identified and transported into regional centres as well as on efficiency gains and
reliable protocols (e.g. on hygiene). As an example of process efficiency, the institution can retrieve a
registered patient’s data instantly and register a new patient in two minutes. Social innovations in India are
both product focused (e.g. increasing the cost effectiveness of diagnostics) as well as process focused (e.g.
faster communication through IT). The process focus can be seen in another case study, the Vaatsalya
hospitals, which are run fully paperless. Further case studies were introduced, including in the banking sector
and ASHA, an initiative focused on rural India. According to Dr Chaturvedi, the following are advantages of
social innovations in health care in India:






Cost‐ effectiveness, efficiency, and outcome orientation make wider adoption easier.
Models are based on local community based human resource development and tele medicine for
value delivery.
Models address public health issues in rural India‐ such as acute child malnutrition and immunization,
where compliance with treatment, and tracking and reduction of non‐compliance assumes great
importance.
Technology is used as an enabler for social innovation models.

Lunch time seminar – Discussion c)
‐
‐

Several participants were surprised about the low public spending on health care in India and Dr
Chaturvedi confirmed the figures.
WHO intern asked what kind of tools are being focussed on for cash transfers? How do you ensure
that the cash actually reaches the grassroots areas? Dr Sachin Chaturvedi replied that the new
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‐

‐

‐

government has launched bank accounts for everyone. On the 9th May 2015 a scheme will be launched
to cover seven states in the first round to allow direct benefit transfers for health insurance.
Prof. David Kaplan spoke to the group. He said thinking about health and the ways that benefits reach
poorer more marginalised groups, we talk about science based health. But what we want to see is
more attention to community/home delivery of health care. How do you educate local levels to reduce
stress on health services? Social innovations at the grassroots levels are as important as the science
based ones.
Dr Rita Kabra (WHO Reproductive and Maternal Health) – agreed with Prof. Kaplan. She asked Dr
Sachin Chaturvedi regarding the non‐governmental organisation ASHA, which was one of the
examples given. Rita Kabra noted that ASHA was originally created to support delivery; is this an
example of a social innovation? Rita Kabra added that now that ASHA is also being used to scale up
other interventions – could Dr Chaturvedi expand on the role of ASHA in the country? Dr Chaturvedi
replied that ASHA (Accredited Social Health Activist) indeed focuses on the workers, not the diseases.
The workers or health activists are trained to create links between rural villages and the health system.
WHO Staff ‐ Public health innovation and intellectual property team asked Dr Sachin Chaturvedi a
clarifying question; are social innovations by definition outside of the public sector in India? Or can
governments themselves be part of the social innovation process? Dr Chaturvedi replied that the
government will have to play a far more facilitating role in social innovation to make them successful.
However, at the moment the government are more supportive of industry.

Panel 2 – Social Innovations in Health
Dr Miltos Ladikas introduced the speakers.

Social innovation and health – a perspective from TDR
Dr Beatrice Halpaap, TDR and Dr Johannes Sommerfeld
The Special Programme for Research and Training in Tropical Diseases (TDR) is a 40
year old research and capacity building programme hosted at WHO and co‐
sponsored by the United Nations Children’s Fund, (UNICEF), the United Nations
Development Programme (UNDP), the World Bank and WHO. Its longstanding
strategic emphasis and track record in social research and strategic emphasis on
health innovation at large has led to the Social Innovation in Health (SIHI) initiative5,
implemented in collaboration with the University of Cape Town and Oxford
University. The overall goal of the initiative is to promote and enhance, through
research, the application of social innovation in health care delivery in infectious
diseases of poverty. Specific objectives include
(i)
(ii)
(iii)

5

providing evidence on how best to apply social innovations to health care delivery,
strengthening capacity for conducting research on and promoting social innovation in health, and
building and sustaining a global network.

http://healthinnovationproject.org
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The presentation provided an overview of current concepts of health innovation in
the work of WHO and TDR and presented the framework and operational approach
of the SIHI initiative.
Social innovations are novel solutions to enhance delivery and uptake enabling
healthcare delivery to be more inclusive, affordable and effective with the ability
to be integrated into health systems at scale. According to Dr Halpaap and Dr
Sommerfeld social innovations are a critical element for responsible inclusive
innovation.

Panel 2 – Discussion a)
‐

‐

Dr Sachin Chaturvedi asked Dr Halpaap where she could see PROGRESS fitting into the plan. What
processes are ongoing to identify collaborations between NGOs and private companies? How do we
bring the concept of social innovation, and these RRI debates about health delivery into EU debates?
Prof. Doris Schroeder answered on Dr Halpaap’s behalf, explaining that this first meeting of TDR and
Progress is very instructive and several ideas are possible. For instance, PROGRESS has a deliverable
due at the end of 2015 – which captures Global Voices on RRI, and more specifically social innovation
has been written into this deliverable. If PROGRESS could highlight what the TDR is already doing, this
will already be a result.
Dr Johannes Sommerfeld highlighted that social innovation is not limited to health. It is very
interesting as a field, as it is very multidisciplinary, entrepreneurial, and championed by individuals
who address the world’s problems.

Mechanisms to encourage social innovations for health in China
Dr Han Bing and Dr Ren Lin, IWEP, CASS, China
Dr Ren Lin opened the presentation by explaining that China has
a strong enabling environment for inclusive innovation in
healthcare. First, China has strong nationwide ICT infrastructure
which facilitates bottom of the pyramid (BoP) approaches to
business, especially in underdeveloped areas. Second, in recent
decades China has excelled in mobilizing resources for science
and technology on an unprecedented scale and with exceptional
speed, which provides a huge potential and capability for
inclusive innovation. Third, China possesses considerable
capacity for producing low‐cost and high‐performance products,
led by its strong manufacturing capabilities and the availability of a low‐cost and high‐quality labour force.
Fourth and last, China has an enormous BoP market with rising aspirations and potential purchasing power.
China has many initiatives and programs to promote inclusive innovation and social development, especially
efforts to address disparities in China have been ongoing for over two decades., but for a long time no explicit
inclusive innovation policies and strategies have been formulated. Yet, a new initiative was started in 2015,
which encourages private sector participation in providing key infrastructure, which includes healthcare
14

infrastructure. However, current healthcare programs still face the challenge of expanding in scope, coverage,
quality, and efficiency to serve disadvantaged groups. Hence, more potential options for public policy are
developed. These include: an integrated national inclusive innovation policy with institutional support; a
dedicated fund to support inclusive innovation including private risk capital for pro‐BoP solutions;
independent and regular monitoring and assessment of policies and programs to maximize efficiency and
impact, and benefit from lessons learned.

Panel 2 – Discussion b)
‐

‐

‐

‐

Dr Roger Chennells asked Dr Ren Lin whether the government accepts working with NGOs, which can
be important in social innovation. Governments can be quite arrogant in their knowledge, he added.
Dr Han Bing advised that the Chinese Government have released a new legal document in April 2015
which means the Ministry of Magistrates for operational/infrastructure and public utilities will also
include the medical industry. As a result, the private sector may play a more important role in China,
which includes NGOs. Dr Ren Lin added that think‐tanks are already appearing in China, which
enhances practical reporting. The Chinese Government are listening more to these groups.
Dr Johannes Sommerfeld explained that both the TDR Programme and its hosting institution WHO,
are UN system institutions and are by definition intergovernmental organisations. Therefore,
governance, policy and operations are based on inter‐governmental decision and consensus building.
However, there is a strong dialogue with so‐called “non‐state actors” such as NGOs in the United
Nations system, including WHO. UN institutions would not enter into the relationships or negotiations
between NGOs, including those that deliver social innovation.
Dr Beatrice Halpaap highlighted that the key issue on engagement of government is ownership – how
do you make sure the research result will be used? You need to engage the government early on, so
that they own the project, and then they contribute to the elaboration of the solution. With social
innovation all actors should be engaged from the beginning to own that solution, to make an idea
work.
Dr Beatrice Halpaap asked Dr Ren Lin and Dr Han Bing how their institution (IWEP, CASS) interacts
with their government. Dr Ren Lin responded that this is achieved through annual reports – one on
international economic issues and what their attitude/suggestions are to these issues. They also hold
conferences where scholars can express their issues through dialogue.
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Panel 3: Inclusive Innovation in Health (Chair: Professor David Kaplan)
Prof. David Kaplan introduced the speakers.

Innovating with the poor – Good practice in genetic research involving the Southern
African San community
Dr Roger Chennells, South African San Institute
In his presentation, Dr Chennells covered one type of innovation,
namely genetic research. He described a case study involving the San
peoples, a population group of Southern Africa that can be safely
generalized as belonging to the “poor” and vulnerable. The question
being addressed is: ‘how can the poor interact and engage with
research?’ After outlining a range of arguments in favour of benefit
sharing for indigenous peoples and refuting argument against benefit
sharing, Dr Chennells concluded with the following recommendations
for collaborations in innovation with vulnerable populations.





Early co‐determination of researchers and San community of research priorities and programmes.
Inclusion of the San at the earliest possible stage.
Careful explanations, translations (respect for communities has been proposed as a fifth ethical
requirement for research)
Protocols to ensure good practice, proper understanding, consent etc
Collective permission, followed by individual consent, for all research involving San.

Panel 3 – Discussion a)
‐

‐

‐

‐

Prof. Rachel Wynberg asked Dr Roger Chennells – The word “represent” is a tricky one for the San,
who are spread out across a large area. How does one deal with these questions of implementation?
Dr Roger Chennells responded that representation is an issue; the aim is to try to make sure that this
topic is continuously raised and that one looks at how it can be improved. There is a rising number of
San people every year querying why their group ‘leader’ was not consulted.
Prof. Doris Schroeder mentioned her recent experience of obtaining consent for a short documentary
film from SASI. She was impressed with the approach taken. For instance, the ethics form from SASI is
not just a tick list, but it starts with a claim about historical injustice. Prof. Schroeder congratulated Dr
Roger Chennells and SASI on the document they produced, stating that it has impressed highly
experienced ethics review experts from the North.
Prof. John Weckert noted that the way indigenous groups are often identified are by self‐identification
– but what about those groups among the San with European blood? How do you know who are their
original ancestors? And specifically to Dr Chennells: How did you choose which groups to work with?
Dr Chennells answered by highlighting that the San have not inter‐mingled or inter‐married with the
Europeans in the same way as the Australian Aborigines have. The San in this case are still living in
relatively coherent communities.
Dr Sachin Chaturvedi highlighted that the claims in Dr Chennells’ presentation are similar to his
publication in Nature Biotechnology for the GEN Benefit project, arguing how, since the completion of
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the human genome project in 2003, some, especially US, companies have led a major patenting
programme on genes that were responsible for breast cancer and many other subjects. He noted that
he and his co‐authors made a point that the 1997 decision of the CBD (Convention on Biological
Diversity) was incorrect to exclude human genome related initiatives from the CBD frameworks. From
this research Dr Sachin Chaturvedi reported that they had shown how the deliberations had moved
away from bringing the human genome within the CBD framework. Indigenous people, as research
has shown, provide a lead to research. Dr Sachin Chaturvedi queried the idea of common ownership
– how do you see, he asked Dr Chenells, common heritage/ownership ideas in a regime where new
leads do not respect the boundaries the CBD has drawn? Dr Roger Chennells answered that Dr
Chaturvedi himself could answer this question better. He highlighted that common heritage is a
general philosophy – the Human Genome organisation have decided they are not going back on this,
and UNESCO has joined, to say that benefit sharing is required, no matter who the genome comes
from. Where do you get your genetic resources from? You need to acknowledge them in your
research, and they would need to be part of the history of where this invention came from. Different
courts have different resolutions on this, and are constantly changing the rules. The question that is
continuing, is to what extent can the human genome be patented? The principles are that whichever
groups or individuals provide genetic leads or resources, they are the primary provider. To what
degree the researcher can privatise something which is actually something general to that family or
to the human race; this is the (difficult) question that currently the courts decide.

Innovating for the poor – Some health‐related examples
Dr Francesca Cavallaro, UCLan, UK
Looking for health related examples of inclusive and societally desirable
innovations for the poor, Dr Francesca Cavallaro opted for a broad
classification of innovations. The aim of the classification was to identify
the economical or societal reasons behind the innovation enterprise,
and to link each example to its main promoter or driving force. The
classification is the following:




Industry‐driven innovations meeting societal needs.
Community‐driven innovations meeting societal needs.
Consolidated technological innovations meeting new societal needs.
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In industry‐driven category, Dr Cavallaro introduced LifeStraw6 and EMBRACE baby warmer7. In the
community‐driven innovation category Muruganantham’ sanitary pads machine8 was introduced together
with Nit‐Occlud® PDA9. In the category consolidated technological innovations that have been or can be
adapted to meet new societal needs the Vula Eye Health App10 was introduced as well as the DNA‐scanning
fluorescent microscope11. Comparative conclusions were drawn by Dr Cavallaro, which will be published in
PROGRESS Report 4.3.

Panel 3 – Discussion b)
‐

‐

‐

‐

‐

Dr Stephan Lingner was interested in the last example, the DNA‐scanning fluorescent microscope. He
asked, whether it had a practical utility for the public? ‐ Dr Cavallaro answered that the practical utility
is that basic research on specific viruses can be undertaken in all locations, given that it is portable
and inexpensive.
Dr Johannes Sommerfeld noted that one WHO unit is dedicated to innovative health technologies for
low resource settings – it was recommended to look at the Compendium of innovative health
technologies for low‐resource settings on the WHO site. They issue annual compendia.
Prof. Rachel Wynberg asked Dr Cavallaro where the incentives for investment from private sector
industry is coming from? Dr Cavallaro suggested looking at which types of investors you have, for
example philanthropists are one of the main drivers in health. Investment in such areas can improve
the company image.
Robert Terry highlighted the GE electric ‘reverse innovation’ example, which involved simplifying
incubators for new born babies. This simplification made it one of the best‐selling products in this
context in Central and Eastern Europe, and Asia. This allows for different learning environments due
to the spread, with technologies being ‘reversed’ to meet what is really needed, which has proved
successful in markets, as it provides affordable and inventive solutions in low and middle income
countries.
Dr Mary Walker was interested in Dr Cavallaro’s last category ‐ Consolidated technologies to meet
new societal needs. Dr Walker highlighted a melanoma scaling app used in Australia where the
regulatory agency (the TDA) does not consider a health app to be a medical device, so therefore they
are not regulated. She asked whether this is the same in Europe. Dr Cavallaro responded that there a
lot of concerns about this in Europe; a discussion related to e‐health solutions for example – you have
standards to meet, the ISIL standards, or you have the FDA in USA. We are talking about images, which
are reliable enough for a doctor to diagnose that you need a specific intervention. It is true, it depends
on the regulatory system, it depends how strict they are on the safety of the device, and the reliability
of the solution offered, but also consider the problem addressed by this solution; in some cases the
information is enough to make a big difference. In this case it is already operating in some hospitals in
South Africa.

6

http://www.buylifestraw.com/en.
http://embraceglobal.org/.
8
http://www.bbc.com/news/magazine‐26260978.
9
http://www.bisusa.org/products/nit‐occlud‐coil‐system‐pda‐closure.
10
http://www.vulamobile.com/.
11
http://www.sciencedaily.com/releases/2015/04/150429113232.htm.
7
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Innovating with elderly and disabled end‐users ‐ Dr Michael Obach, Tecnalia
Dr Michael Obach, Tecnalia, Spain
The technology centre TECNALIA performs applied research and
innovates with and for elderly and disabled people, e.g. in
biotechnology, biomaterials, robotics and ICT, engaging end‐users
in the whole process e.g. in focus groups, user‐centred design and
tests with users in realistic labs (“homelabs”) and their homes.
Some issues related to RRI were discussed in the context of a short
story (avoiding ageing by achieving biological immortality through
research in cell biology), which had been the second winner of the
short story competition of the PROGRESS project for
schoolchildren and high school students. Furthermore, direct and
indirect user involvement (from observation to inventions made by end‐users) in industrial R&I processes were
presented by Dr Obach. Using information from the EU project “Responsible‐Industry”, a good practical
example of innovation with and for elderly end‐users (applicable to disabled users) that live alone in their
homes was introduced, the Ambiact12. In conclusion, Dr Obach noted that the awareness to include end‐users
and other stakeholders in R&D for ageing and disabled end‐users is increasing.

Panel 3 – Discussion c)

‐

12

‐ Going back to Dr Cavallaro’s presentation, Dr Roger
Chennells queried the sanitary towel invention in the context
of patenting. To ensure that it is made available to a lot of
people, do you think patent protecting the innovation is a good
idea? Dr Obach replied that this would happen if it was in a
European institution, to establish good IPR, and it could work
in this case. The sanitary idea was so simple, however, that Michael Obach was unsure how this could
be patented.
Dr Stephan Lingner questioned the
extension of life example, about biological
immortality. Dr Linger suggested that in RRI
we should not think too much about the
consequences which we cannot foresee, and
that we should exclude this thought process.
An example was given of Gutenberg’s
printing machine – today we say that it was
beneficial to the public, however when it was
first devised it generated a lot of opposition
from writers. The extension of life example
will potentially change society for the better, so we should not be too worried about this. Dr Obach
suggested that it is best to think of all the consequences that may happen.

http://www.oldntec.eu/en/.
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‐

Prof. David Kaplan noted the following, returning to the example of the Gutenberg bible. He said that
the invention of moveable type as in the Gutenberg bible gave the Europeans a tremendous advantage
over the Islamic world where moveable type was banned. This was a major factor advancing
knowledge in European societies and impeding advance in Islamic societies. It is illustrative of the
power of vested interests to hold back innovation and social progress. Where knowledge and skills are
widespread and there is a high level of employment and mobility of labour and capital, there will be
greater acceptance of disruptive technological change and innovation. In low and middle income
countries, today where knowledge and skills are less widespread, where unemployment is much
higher and where the mobility of labour and capital is more restrained, there is likely to be much
greater resistance to disruptive innovation and technological change – and this acts as a break on
social and economic progress.

6. Workshop results
Robert Terry and Professor Doris Schroeder
‐

‐

‐

‐
‐
‐

‐

‐

Prof. Doris Schroeder reminded everyone that PROGRESS was funded by the European Commission
(EC) because RRI is a very hot topic in Europe – the EC hopes that the framework will make innovations
more acceptable to the public and give Europe a strategic advantage over competitors. The Mid‐term
review stated that our inclusion of the term ‘inclusive innovation’ into the RRI discourse has been a
stroke of genius. Hence, today’s focus on inclusive innovation in health can contribute important
aspects to RRI in Europe.
This workshop has enabled us to ensure that what is developed, also in collaboration with other
projects, will give full credence to social innovations. This is not discussed very broadly in other
projects. There is a potential for us to be more concrete on what inclusive innovation in RRI means,
but also to broaden the scope one more time and to emphasize the importance of social innovations
in an RRI framework in Europe.
RRI will increase in importance in the future, therefore it is essential that it will be a package that
includes elements which PROGRESS thinks are relevant. Social innovations are important, or should
be, an important element of RRI.
The initial results from the TDR may take a while to come through, but could be used to feed into the
process for the PROGRESS final dissemination event in January 2016.
PROGRESS has done well to include inclusive innovation, now the aim is to include social innovation
into RRI, and then we will have succeeded in bringing a global perspective to RRI.
Professor Doris Schroeder thanked the TDR for hosting the workshop today.

Robert Terry concluded by saying that social innovation is a practical expression of the benefits that
can be derived from the principles of RRI. This workshop has presented ideas for how to describe a
system and how to implement/apply RRI at a governance level. It is important that a research system
is separate from and has independence from government.
Robert Terry highlighted that the inclusivity question is the key to success in TDR and perhaps also in
RRI. TDR’s own perspective is encouraged by the response to these ideas.
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