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FROM THE EDITORS 

 

Greetings, and Happy 2010 to everyone.  As we 

enter a new decade, two sombre events remind 

us of the fragility of human life, and the 

complexities of global social structures and 

processes. First, as this is being written, Haiti 

lies in ruins from a massive earthquake. Our 

thoughts therefore turn to the victims of this 

terrible event, and to the prospect of a 

meaningful recovery for the country. As with so 

many natural disasters, the term ‘natural’ is 

misleading. True, a geophysical (‘natural’) 

event occurred, but it did so in a particular 

social, political, and economic context, one that 

made Haiti especially vulnerable to the 

particularly serious effects and health sequelae 

stemming from the sudden, physical shock it 

experienced. The effects of the earthquake in 

Haiti, as in Guatemala in 1976, Mexico City in 

1985, Iran in 1990 and 2003, and Turkey in 1999, 

are sadly familiar, and typically begin and end 

with the story of impoverishment, exceptionally 

poor hazard mitigation and building 

construction, questionable land use policies that 

tend to serve the elite classes, a lack of public 

and community resources, and dis-

proportionate suffering amongst the poor and 

disenfranchised. That story repeats itself further 

across the range of additional hazards and 

‘natural’ disasters that afflict humankind. We 

are therefore reminded of the ways in which 

research and advocacy, which have been 

employed successfully to alleviate and mitigate 

some of these concerns as part of broader 

disaster preparedness and relief strategies, 

should continue to be employed anywhere and 

everywhere large masses of people routinely 

live and work under the threat of natural 

hazards. 

Second, many readers have now, perhaps 

for the first time, born witness to (and possibly 

been affected by) a bona fide global influenza 

pandemic. The appearance of a novel influenza 

virus, H1N1, in virtually all nations on earth, 

has opened a window onto a variety of familiar 

processes related to global migration, 

agricultural practices, public health systems, 

pharmaceutical industry practices, and health 

inequalities that have stoked passions in many 

of us for years. It has also provided an impetus 

to acknowledge, yet again, tensions that exist 

between the truth claims and practices of those 

in favour of concerted public health action such 

as  mass  vaccination  and  various  community 
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mitigation strategies like school closure, as 

against those who, generally speaking, are 

either indifferent to or sceptical of the brouhaha 

surrounding the disease. Although the opinions 

of the Innovia readership will almost certainly 

vary as to how ‘dangerous’ H1N1 is, or whether 

one should seek vaccination, there will be, one 

must imagine, substantially more consensus 

around the importance of research to tease out 

the processes and factors that undergird any 

given country’s, community's, or other social 

group's response to the pandemic.  

For me (DR), a practicing health scientist 

at the Center for Disease Control and 

Prevention (CDC) in the US, I feel such research 

should be brought to bear on methods for 

public engagement and inclusion of those 

members of the community most at risk from 

an assortment of health threats, in order to 

prevent illness and disease in those groups. In 

this case, research would work within (yet 

challenge aspects of) the contemporary model 

of public health practice. One might also 

imagine research that seeks to bolster the claims 

of those sceptical of dominant modes of public 

health practice. Although we will not attempt to 

resolve here what research could or should be 

conducted, at Innovia we do embrace the 

possibility that sound research, employing a 

variety of methods and techniques, and 

anchored in a variety of theoretical 

perspectives, can shed light on this fascinating 

infectious disease, and on the different ways in 

which individuals, communities, and nations 

have responded to it. 

With that as backdrop, we turn now to 

this issue of the Innovia Newsletter, this time 

somewhat shorter than usual. As always, Stuart 

Blume provides an update from his director's 

vantage point. We then head in a somewhat 

unusual direction. We had intended to publish 

 

a piece by Lot Nyirenda from Malawi on the 

REACH Trust, a non-profit organisation that 

promotes community health in-country. 

Instead, you will find a moving article by 

Manasse Nyirenda, arranged for publication by 

Lot, on the experience of Nurse Rose Zgambo. 

Although the piece is brief, we quickly bond 

with Rose, an HIV positive nurse driven by her 

passion to end HIV related stigma in a small 

sliver of northern Malawi. For our final piece, 

we introduce Alastair Kent, an Innovia Board 

member and Director of the Genetic Interest 

Group, a UK alliance of well over 100 patient 

interest groups formed around genetic 

disorders.  

At the end of the Newsletter we have also 

included an announcement for some 

international research job vacancies in the field 

of disability and development at the Athena 

Institute, VU University, Amsterdam, which 

may be of interest to the readership – or others 

– please pass it on! 

On that note, we come to a final bit of 

news. After several years in the editor's 

(hot)seat, I, Dale, will be taking leave of the 

position. What began on a whim to see if my 

academic mentor, Stuart Blume, needed help on 

any projects turned into a multi-year job! I 

guess that's how these things work. Anyway, 

with a new life and a new job (yes, at CDC), it is 

time to move on and make room for someone 

with a fresh perspective, and maybe a bit more 

energy than a devoted father of two young 

children can muster! I hope you have found the 

Newsletter interesting and worthwhile. It has 

been a pleasure to be a part of it, and to work 

with Stuart and Zoe on so many issues.  

 

 

Dale Rose  

Zoe Goldstein 
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NEWS FROM INNOVIA 

Stuart Blume 

 

 

Innovia’s rationale derives from the idea that 

research taking the lived experience of illness 

and disability as its starting point, suitably 

synthesised and made accessible, can be a 

valuable resource in the empowerment of 

people whose ill health or disability renders 

them vulnerable or disadvantaged.  But what is 

‘empowerment’? 

The eminent sociologist Zygmunt 

Bauman, in a recent book [1], argues that to be 

‘empowered’ 

 

means to be able to make choices and act 

effectively on the choices made, and that in turn 

signifies the capacity to influence the range of 

available choices and the social settings in which 

ÊÏÖÐÊÌÚɯÈÙÌɯÔÈËÌɯÈÕËɯ×ÜÙÚÜÌËȱɯ$Ô×ÖÞÌÙÔÌÕÛɯ

requires the building and rebuilding of 

interhuman bonds, the will and the ability to 

engage with others in the continuous effort to 

make human cohabitation into a hospitable and 

friendly setting for the mutually enriching 

cooperation of men and women struggling for 

self-esteem, for the development of their potential 

and the proper use of their abilities. 

 

Whereas in official publications on health 

policy ‘patient empowerment’ is often taken to 

mean turning patients into ‘informed 

consumers of healthcare’, Bauman’s definition 

goes much further. Elements of his definition 

(‚influencing the social settings in which 

choices are made‛, ‚the struggle for self-

esteem‛, the development of potential and 

abilities) point towards complex social 

processes and a broad political engagement. Of 

course, the choices available to people who are 

sick or disabled should include therapeutic 

options, but they should also include choices in 

the spheres of education and employment, of 

partner and reproductive future, and forms of 

participation in social and political life. 

Improved treatments, as they become available 

and affordable, may often extend considerably 

the range of options – of life choices – available 

to people suffering from one condition or 

another. But the existence of an effective 

therapy alone may not be enough. Think of 

Hansen’s disease (leprosy), for which effective 

treatment has been available for decades. 

Despite this, today thousands of people in 

many countries, even when medically ‘cured’, 

are still marginalised, excluded, and (in some 

places) physically isolated. Why have attempts 

at combating their stigmatisation been 

relatively unsuccessful, and what can be done? 

On behalf of Innovia, and with support 

from the Dutch Leprosy Foundation (Lepra 

Stichting), Beatriz Miranda is carrying out a 

literature study addressing these questions. She 

is working closely with Dr Bassey Ebenso, 

representing the Technical Expert Group on 

Stigma of the International Federation of Anti-

Leprosy Organisations (ILEP). Beatriz is a 

sociologist, and she brings to this study a 

familiarity with many years of sociological 

writing (by Erving Goffman and others) on the 

nature and forms of stigma. Such a ‘detour 

through theory’ makes it possible to draw on 

insights gained from the study of a variety of 

processes of stigmatisation. The important 

thing here is that, even when thinking about 

social problems like this, research tends to be 

constrained by medical categories. Shaped by 

specific national experiences, cultures, and 

social structures, the form stigma takes may be 

best understood in terms of those national 

experiences, and commonalities sought with the 

experiences of people with disabilities, with 

HIV/AIDS, or with mental illness in the same 

society. Yet the fact is that most social science 

research, like most medical research, is focused 

on one condition or another. Innovia has to 

create the opportunities for mutual learning 

that existing structures of health research 

largely fail to provide. 

It is not only ‘medical categories’ that 

constrain health research, including health-

related social science research. I’d like to quote 

here from another Newsletter, that of the 

Global Health Supercourse, edited by Dr 

Ronald   E    LaPorte    of    the   University   of 
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Pittsburgh. ‚It is likely,‛ Dr LaPorte writes, 

‚that more money was spent on H1N1 where 

there were only a small number of deaths, than 

the millions of deaths from Diabetes, CHD, and 

Cancer last year‛.  As Dale writes in his 

editorial introduction to this issue, there’s a lot 

to be learned from responses to the recent 

H1N1 epidemic. But perhaps we also need to 

stop and think more critically about this 

preoccupation with infectious diseases. Ron 

LaPorte tells us that whilst some 70% of deaths 

in the world are from non-communicable 

diseases, mental illness, and injuries, less than 

10% of public health money is targeted towards 

this. Why should this be? Whose priorities are 

these? Why is there so little money for studying 

non-communicable and chronic diseases in the 

global south? It seems that the WHO is now 

starting to address the issue. This video is well 

worth watching: http://www.youtube.com/ 

watch?v=VCfyylZdmG0 

For research to make a difference its 

implications must become known beyond the 

research community. They have to be 

introduced into the social and political 

discussions of health and welfare systems that 

take place in individual countries. How to 

achieve this? Together with many other Civil 

Society Organisations, this is something that 

Innovia has to learn how to do, bearing national 

specificities in mind. A new resource should 

facilitate this kind of mutual learning. This is 

the Health Research Web, established by 

COHRED, the Geneva based Council on Health 

Research for Development: 

 

HRWeb is a web-based information and 

management platform and, as a means to that 

end,   also   an   online   community   of  people 

 

interested in building a high-quality information 

and management system in a spirit of mutual 

respect and in pursuit of 'health for all' by 

enabling all who work for health, equity and 

development through research to find, use and 

share information needed to achieve their goals. 

(See www.healthresearchweb.org) 

 

COHRED sees Civil Society Organisations like 

Innovia as one important class of user of the 

HRWeb, and we will be exploring how we can 

both contribute to and make use of it. I hope to 

have more to say about this in the future. In the 

meantime I do urge all readers of this 

Newsletter to have a look at the HRWeb (that 

can be accessed in both English and Spanish). 

Finally, as I’m sure most people know, it 

is enthusiasm and commitment rather than 

financial resources that have enabled Innovia to 

develop. It has very little money and no core 

support. Renée Fox, a distinguished member of 

our Scientific Advisory Board, recently 

suggested that people who believe in the value 

of what Innovia is trying to do could be invited 

to make a small annual contribution. A regular 

source of income, however modest, could make 

a real difference. I shall discuss with Innovia’s 

Treasurer, Frits van Schagen, how we can best 

create the possibility of donations. Details will 

follow on the website, 

www.innoviafoundation.org. Needless to say, I 

hope many readers will share my enthusiasm 

for Renée’s suggestion! 

 

 
[1] Zygmunt Bauman (2008) Does Ethics Have a 

Chance in a World of Consumers? Cambridge, MA: 

Harvard University Press. 

 

 

 

 

http://www.youtube.com/%20watch?v=VCfyylZdmG0
http://www.youtube.com/%20watch?v=VCfyylZdmG0
http://www.healthresearchweb.org/
http://www.innoviafoundation.org/
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NURSE NYAZGAMBO AND LUZI SUPPORT 

GROUP, MALAWI 

Manasse Nyirenda, Lilongwe, Malawi 

 

 

That health workers in Malawi are doing a 

tremendous job in the fight against HIV/AIDS is 

not debatable. The successes being registered 

today in this battle are directly related to their 

dedication to work. They nurse patients in 

hospitals, test their blood for HIV, check CD4 

counts, and prescribe antiretrovirals (ARVs) 

that are doing wonders for people’s lives. When 

giving    credit     to  

those    who    have  

done extraordinary  

service in this fight,  

health        workers  

have to  be  among  

the top  most recip- 

ients of such credit. 

The    govern- 

ment has now man- 

aged  to   put   over  

200,000  people  on  

ARVs,    up     from  

about 3,000 in 2004.  

People     are    now  

much  more  know- 

ledgeable about HIV/AIDS, and thanks to 

treatment many are back on their feet and 

fending for themselves. Progress in this area is 

due largely to the availability of medication as 

well as the health workers who toil tirelessly to 

help us despite their miserable pay. 

But for the successes against HIV/AIDS to 

be sustained, there is a need to involve more 

people whose social status gives them influence 

over others. We need more people to be role 

models so that when they talk about the 

importance of testing for HIV, for example, 

people can more easily embrace such a view.  

  Unfortunately, such role models are 

difficult to come by, especially in the health 

profession. At least one exceptional role model 

in the fight against HIV/AIDS can be found in 

the northern district of Mzimba. At the very tip 

of Mzimba is an area called Luzi in the area of 

Traditional Authority Jalavikuba, and about 300 

metres from Luzi bus stop and east of the M1 

road to Karonga is Luzi Health Centre. This is 

where Luzi Support Group members meet. The 

group has 52 members including the very 

special Rose Zgambo (Nyazgambo). 

  Nyazgambo was born on August 28, 

1949. She studied nursing and midwifery at 

Mulanje Mission Hospital and Nkhoma and 

qualified as a nurse and midwife with a 

certificate in 1980. From 1980 onwards she 

worked    at     different    health     institutions,  

                                              including    Zomba  

                                              General     Hospital  

                                              and            Rumphi  

                                              District    Hospital, 

                                              from    which    she  

                                              retired in  2004.  In  

                                              2005  she   rejoined  

                                              the   health   sector  

                                              on      a     monthly  

                                              contract  and  was  

                                              posted    to     Luzi  

                                              Health       Centre,  

                                              where she  is  now  

                                              in charge. 

                                               In          1999  

                                    Nyazgambo came 

down with an illness that would not go away. 

By 2002, she was still terribly ill and decided to 

get tested for HIV.  The test was positive.  Two 

years later, she was able to begin a course of 

ARVs and now enjoys a relatively healthy life. 

Nyazgambo told me that when she 

disclosed her HIV status to her colleagues, they 

started telling community members behind her 

back that she was HIV positive. ‚My colleagues 

started disclosing my HIV status to the 

community members. Some villagers started to 

shout at me. They used to come here and shout, 

‘This nurse is sick! She is going to infect us with 

her disease!’ But when they fell sick I treated 

them cheerfully.‛ 

Nyazgambo says she came to realise 

that she had a duty to educate people about 

HIV/AIDS.  She  told  me  she started  teaching  

 

 
                                                                           Nurse Rose Zgambo 
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people at the centre about HIV/AIDS at every 

opportunity. She taught them how one 

contracts the virus and the importance of 

testing for HIV. 

In 2005, she and five other HIV positive 

individuals founded Luzi Support Group. The 

group was formed in order to encourage one 

another and live positively with HIV/AIDS. The 

group is involved in a lot of activities such as 

home-based care and HIV/AIDS awareness 

campaigns. Fifty-two people now participate in 

the group, a nearly nine fold increase in 

membership over the last four years. 

This nurse from Traditional Authority 

Kilipula in Karonga District can now proudly 

claim that discrimination against HIV positive 

people,   at   least  in  

Luzi,  is  a  thing   of  

the       past.      ‚The  

community has now  

understood      issues  

related to HIV/AIDS  

and  the  shouting is  

over.   These  people  

now   approach   me  

respectfully      when  

they       need      any  

information on HIV/ 

AIDS  or  any  other  

disease.‛ 

The  sixty year  

old    nurse   is   very  

content with what she has accomplished with 

her group, in which she currently holds the 

position of treasurer. When asked what 

message she had for her fellow HIV positive 

health professionals, she replied, ‚They should 

join support groups. I know that disclosing 

one’s HIV status should be one’s own choice. 

But when people see a nurse like me disclosing 

my HIV status and telling them the advantages 

of testing, they get exceptional encouragement. 

They have great trust in health workers, and 

when I tell them about ARVs as a living 

example, they get a better understanding and 

this has helped save lives in this area.‛ She also 

advises her colleagues who are HIV negative or  

 

who have not tested to treat people living with 

HIV/AIDs with love when they come for help. 

Her support group members are full of 

praise for her. Aubrey Mhango, chairman of the 

support group, commented, ‚We are now well 

respected in the community because of her 

involvement in the group. In addition we are 

also privileged to have her in the group because 

we have a health professional who teaches us 

about good nutrition and importance of 

exercising. On top of that more people are 

coming for voluntary counselling and testing 

because they know they will get good advice 

from the nurse.‛ 

Unfortunately, Nyazgambo’s situation is 

still  very challenging.   She is  a divorcee  with  

                                    fourteen    children  

                                     to look after, many  

                                       of whom are still in  

                                    school. ‚I have five  

                                    children:  four girls  

                                    and a boy.  Two of  

                                    my  children  went  

                                    to           secondary  

                                    school up  to  form  

                                    two,     while    the  

                                    others  are  still   in  

                                    school.  I  also look  

                                    after  my  5 grand-  

                                    children    because 

                                    my    children   are  

                                    not           working.  

Besides my children and grandchildren, I have 

four orphans to take care of. These are my late 

elder sister’s children and grandchildren.‛  

In spite of her many successes as an 

inspirational role model and HIV positive 

nurse, and the many lives she has touched 

through her support group, Nyazgambo 

concedes that she is extremely concerned about 

what the future holds. ‚I am afraid for the 

children. I do not have anything for my 

children to survive on when I die except the 

name that they are my children.‛ 
 

You can reach Manasse Nyirenda by email:  

nyirendamanase@yahoo.com 

 
                        Nyazgambo and fellows at Luzi Health Centre 

 

 

 

mailto:nyirendamanase@yahoo.com
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&$33(-&ɯ3.ɯ*-.6ȱ 

Alastair Kent 

 

I am the Director of the Genetic Interest Group, 

a UK alliance of over 130 patient support 

groups for individuals and families affected by 

genetic disorders of all forms. GIG is 20 years 

old – it was founded in 1989, initially as an 

informal consortium to support the first Human 

Fertilisation and Embryology Bill in its passage 

through the UK Parliament. Registered as a 

charity in 1990, GIG’s membership now brings 

together large and small patient organisations 

who share a common commitment to 

biomedical research directed at addressing the 

unmet medical needs of those affected by or at 

risk from intractable conditions, either resulting 

from genetic factors or to which genetic factors 

create a significant risk or predisposition. 

GIG seeks to ensure that the needs and 

views of its members and of the families they 

support are injected into the processes which 

determine matters of science and health/policy 

resource allocation and service development, to 

ensure that the outcome of research and 

development are applied quickly, affordably, 

and equitably in the addressing of patient and 

family needs in a user friendly, patient led 

manner. 

As Director of GIG it has been my luck to 

be in the position of interpreting the experience 

and expertise of our elected Board of Trustees 

in ways that allow for a strategic response to be 

made to public, academic, and private sector 

initiatives that have a bearing on the 

circumstances and situations of those affected 

by or at risk from genetic disease. Members 

nominate and elect the Trustee Board, and 

through them to the membership. We have 

developed consultative procedures that give us 

a mandate for the position we take and the 

views and opinions we promote, assuring us 

legitimacy and confidence that we are truly 

speaking from the perspective of those with 

genetic diseases and disorders on issues of 

policy and practice. 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Prior to joining GIG, I worked in the 

voluntary (not for profit) sector in the UK for 

mainstream disability organisations on issues of 

service development and social policy. In the 

time I have worked for GIG, genetics, and the 

role of the patient advocacy movement, have 

become increasingly international, and GIG, 

through its participation in our European 

Genetic Alliances Network (EGAN), has been 

able to influence the debate to some extent at 

least. Our goal is to work collaboratively with 

those who are in positions of power and 

influence to convince them that incorporating 

the needs and views of patients and families 

into their plans and actions is not mere window 

dressing or ‘political correctness’ but the best 

way of ensuring cost effective, relevant, creative 

responses to unmet medical needs. 

As a board member of the Innovia 

Foundation I bring experience of strategic 

advocacy and patient and family engagement to 

support the plans and actions of Innovia’s 

work: an approach that can be of great value to 

GIG and to organisations like it. 

 

You can contact Alastair Kent at: 

Genetic Interest Group 

Unit 4D, Leroy House,  

436 Essex Road  

London N1 3QP 

UK 

Email: alastair@gig.org.uk 
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Announcement of Research Job Vacancies 

 

Research job vacancies in the field of disability 

& development at the Athena Institute, VU 

University, Amsterdam. 

  

The SARI Project (Stigma Assessment and 

Reduction of Impact) is a 4 year prospective 

study investigating the effectiveness of various 

interventions to reduce stigma against leprosy 

and physical disability in Ethiopia and 

Indonesia. In the context of this research 

project, two research positions will be become 

available. The positions will require extensive 

travel under potentially difficult circumstances 

(poor roads, hot climate, inaccessible buildings, 

etc.). 

  

1. PhD candidate (1 fte) 

Selection criteria will include: 

¶ Strong interest in disability and/or 

stigma 

¶ Master degree or equivalent, 

preferably with training in both 

quantitative and qualitative methods 

¶ Experience in intervention and/or 

participatory research will be counted as 

an advantage 

¶ Experience of working in a developing 

country will be counted as an advantage 

¶ Experience of working in the field of 

disability and/or rehabilitation will be 

counted as an advantage 

¶ Interest in pursuing a career in the field 

of disability and rehabilitation 

Persons with a disability or personal experience 

of a stigmatised condition are strongly 

encouraged to apply. 

  

  

  

  

 

 

2. Post-doc / Study manager (0.5 fte; some 

additional work may be available in the 

department) 

Selection criteria will include: 

¶ Strong interest in disability and/or 

stigma 

¶ PhD in a relevant field, preferably with 

experience in both quantitative and 

qualitative research 

¶ Experience in intervention and/or 

participatory research will be counted as 

an advantage 

¶ A strong interest in teaching and 

capacity building 

¶ Experience of working in a developing 

country will be counted as an advantage 

¶ Experience of working in the field of 

disability and/or rehabilitation will be 

counted as an advantage 

¶ Interest in pursuing a career in the field 

of disability and rehabilitation 

Persons with a disability or personal experience 

of a stigmatised condition are strongly 

encouraged to apply. 

  

Applications with a motivation letter and full 

CV should be sent by email to Dr Wim van 

Brakel (wim.van.brakel@falw.vu.nl), with a 

copy to  secretariaat.athena@falw.vu.nl. 

Although the project will start at the earliest in 

the second quarter of 2010, an early 

appointment is desired. 

  

 

    www.innoviafoundation.org  
 

mailto:wim.van.brakel@falw.vu.nl
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