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PRESIDENT'S 
REPORT

D R  K A T E  A R M S T R O N G

President, CLAN Inc.

Reflecting on another year of CLAN’s work, it is clear our real 

champions are the many partners, supporters and 

communities we have the privilege of working with to drive 

change for children and young people living with chronic 

health conditions around the world. 

 

Partnerships and strong, trusting, long-term relationships are 

central to the success of CLAN’s work, and we thank everyone 

engaged with us in collaborative efforts to optimise the 

health and well-being of future generations. 

 

Young people are an especially important part of CLAN’s 

team… From the children and adolescents participating in our 

family support group meetings around the world, to the many 

young leaders advocating for a rights-based, life-course 

approach to Non-Communicable Diseases (NCDs) within the 

global NCD discourse, we say thank you. Young people are 

incredibly powerful, and they are the hope not just of the 

present but also the future, and CLAN always takes great 

delight in seeing our youth leaders and representatives 

achieve such incredible things for others. 

 

Moving forward, CLAN will continue our efforts to promote 

equity for children, adolescents and young people in resource 

poor settings around the world. We thank everyone for their 

incredible contributions, and hope you enjoy these snapshots 

of another year of action. 

 



ABOUT CLAN
CLAN is an acronym for Caring & Living As Neighbours. 

 

CLAN was founded in Australia by Dr Kate Armstrong after learning about the plight of children living in Vietnam 

with Congenital Adrenal Hyperplasia (CAH). Stories in Australian and American CAH Support Group newsletters 

 outlined the shocking global inequity that existed for children living with CAH at the time. Whilst families of 

babies born with CAH in Australia were enjoying affordable access to essential medication and quality 

healthcare, children living with CAH in lower income countries such as  Vietnam were dying and suffering 

unspeakable poverty, stigma, social isolation, morbidity and disability. 

 

After reading the tragic stories from families in Vietnam, Kate wanted to understand more about the barriers 

facing children and families, so began teaming up with like-minded doctors, hospitals and volunteers. In 2005 

Kate traveled to Vietnam for the first time, and was able to consult with the CAH Community of Vietnam to 

learn more. CLAN's rights-based Strategic Framework for Action was developed through this consultation 

process. 

 

Early successes responding to the needs of children living with CAH in Vietnam led to requests for assistance 

from health professionals and families to assist children living with CAH in the Philippines (2005), Indonesia 

(2006) and later Pakistan (2007). In 2007 CLAN was also invited to utilise their Strategic Framework for Action 

for children living with Diabetes in Vietnam, followed by Autism (2008), Nephrotic Syndrome (2010), 

Osteogenesis Imperfecta (2011) and Duchenne Muscular Dystrophy (2011). 

 

OUR VISION 

That all children living with chronic health conditions in resource poor settings of the world will enjoy a quality of 

life on par with that of their neighbours' children in wealthier settings. 

 

OUR MISSION 

To maximise the quality of life for children and their families who are living with chronic health conditions in 

resource poor settings of the world. 

 

OFFICE BEARERS 

(Left to Right) 

President and Founder of CLAN - Dr Kate Armstrong 

Vice President - Cath Cole 

Treasurer - Heidi Armstrong 

Secretary - Marilyn Hansen 

Public Officer - Julia Ridulfo 



STRATEGIC 
FRAMEWORK 
FOR ACTION
We are all RESPONSIBLE!  

 

CLAN believes in working collaboratively to effect change on a global scale 

for children with chronic health conditions. It is vital that we all strive for this, 

because children and families living in poverty as a result of chronic health 

conditions can find themselves virtually powerless to effect change without 

the help of their neighbours, friends, health care professionals and 

concerned global citizens.  

 

CLAN's rights-based, grassroots community development approach informs a 

strategic framework for action that is based on 5 key Pillars.  

 



CLAN's governance framework underpins CLAN's governing roles 

and areas of organisational management. Application of our 

governance involves a broad range of stakeholders, all maintaining 

communities of children (and their families) who are living with 

chronic health conditions as the major focus of all efforts in order to 

fulfil our vision and mission. This person and community-centred 

approach requires us to work with stakeholders and partners 

professionally and effectively at all times in order to achieve 

outcomes. Collegial and positive relationships with stakeholders are 

an essential focus of all our activities. They are included in planning, 

implementing, evaluating and reporting on our activities and this 

has resulted in significant health benefits to communities, and has 

resulted in our growth and positive reputation in many resource 

poor communities and countries around the world.  

 

As CLAN is funded by donations and grants, careful financial 

management is essential. Opportunities and requests can be 

significantly greater than our resources so we strive to use and 

direct limited resources and energies as effectively as possible. 

Working with partners to implement our programs internationally 

requires diligent identification and management of risks, and the 

implementation of policies and procedures to ensure 

compliance with legislated requirements in Australia.  

 

As part of our commitment to providing quality services and 

activities, we are proud to adhere to national and international 

ethical practice, informed by the following standards:  

 

* IFRCRC - International Federation of Red Cross/Red          

Crescent Societies Code of Conduct  

* WANGO - World Association of Non-Government Organisations 

Code of Ethics and Conduct for NGO's  

* ACFID - Australian Council for International Development Code of 

Conduct  

* ACNC - Australian Charities and Not for Profit Commission 

 

We ensure professional practice is in accordance with: 

 

* United Nations Conventions and Rights of the Child 

* United Nations Millennium Development Goals 

* The Sphere Project Humanitarian Charter 

* ACFID NGO Effectiveness Framework (June 2004)  

GOVERNANCE 
FRAMEWORK



HONORARY 
MEMBERSHIP
CLAN is proud and honoured to present the Honorary Associate Membership

for 2016-2017 to Steve 'Fish' Jones. Steve has been a proud supporter of

CLAN ever since its founding days.  

 

Throughout the years, Fish has been able to see projects that CLAN has

been working on flourish and grow. He has been pleased with the

recognition CLAN has received from agencies like the World Health

Organisation and the United Nations Department of Public Information for

NGOs. He has been able to see CLAN's Strategic Framework for Action

drive meaningful change.  

 

Throughout the years Fish has raised funds for CLAN in some rather

unconventional ways including asking birthday party guests to donate to

CLAN instead of buying presents. He has raised money by cutting off his

impressive beard, and has also walked an incredible distance from Sydney

to Melbourne, with his dog Zeke, to raise awareness of CLAN.  

 

We are so grateful to have dedicated supporters like Fish and would like to

thank him for his incredible support throughout the years. Thank you for

being the wind beneath our wings Fish! 



PILLAR 1: AFFORDABLE 
ACCESS TO MEDICINE 
&  EQUIPMENT 

Collaborating globally to put children first 

 

NCD Child is a global multi-stakeholder coalition of which CLAN was a 

founding member and inaugural Secretariat. 

 

NCD Child champions the rights and needs of children, adolescents and 

young people living with or at risk of developing non-communicable diseases 

(NCDs), and actively engages and collaborates with governments, multilateral 

organisations (such as WHO, UNICEF), civil society, the private sector and 

academic institutions to promote awareness, education, prevention and 

treatment of NCDs in children, adolescents and young people. CLAN and NCD 

Child are committed to involving youth voices across all their work. 

 

Young people's access to essential medicines and technologies for special 

health care needs are a particularly alarming and growing concern. To tackle 

this challenge, NCD Child launched a Taskforce on Essential Medicines and 

Technologies during the 2017 World Health Assembly. There are several 

challenges to consistent, safe access to essential medicines and technologies 

that are unique to young people (for instance, access to orphan drugs, 

availability of appropriate dosages for children, challenges in paediatric drug 

delivery and exclusion of essential products from the WHO Essential Medicines 

for Children), and the task force is committed to bringing together experts in 

the field to explore these issues in detail.  

 

Dr Kate Armstrong is proud to serve as inaugural chair of the NCD Child Task 

Force on Access to Medicines, and work with a diverse membership from 

government, academia, and civil society to drive sustainable 

change. CLAN's vision that all children living with chronic health conditions 

should be afforded the same opportunities and quality of life as other 

children, will inform the mission and goals of the task force, with a strong 

focus on a rights-based approach to universal access and population health 

underpinning all action. 

 

Every child living with and at risk of NCDs has the right to consistent, 

equitable, and affordable access to essential medicines and equipment. The 

initial task force report, scheduled for 2018, will identify common barriers to 

access and propose collaborative, practical strategies to address the gaps. 

 

http://www.ncdchild.org/


PILLAR 2: EDUCATION, 
RESEARCH AND ADVOCACY
Advocating for Polio Survivors in Pakistan 

 

CLAN was proud to represent the Pakistani Polio Community and 

supporters from the National institute of Child Health (NICH), Karachi at 

the 2016 Australasian Post-Polio Conference. A video had been 

prepared in advance by members and supporters of the Pakistani Polio 

 Community, and Dr Kate Armstrong shared a presentation with several 

key messages, relating to the importance of a person-centred, 

community development approach to supporting the Polio Community in 

Pakistan and other low income countries. 

 

Whilst the Polio Community in Australia and other high-income countries 

is now somewhat more advanced in years - often with fantastic support 

organisations to help community members - the communities in low- 

income countries are still very young and in need of intense support. 

CLAN's hope is that we might increasingly connect the Pakistani Polio 

Community with the international Polio Community, and foster support 

and networking links 

 

 

 

 

 

 

 

 

 

 

 

 

Paediatricians came together to advocate for Polio Survivors 

In March 2017, the National Institute of Child Health (NICH), in Karachi 

Pakistan hosted an advocacy workshop to raise awareness for quality 

rehabilitation services for Polio survivors in Pakistan. 

 

This event marked the first time paediatricians in Pakistan had come 

together to specifically discuss Post-Polio Syndrome in children. Once a 

disease feared around the world, Polio is now endemic in only three 

countries: Pakistan, Afghanistan and Nigeria. Whilst eradication of Polio 

must continue as an urgent priority for Pakistan, the advocacy workshop 

was an opportunity for paediatricians from across Pakistan to come 

together to discuss the rehabilitation needs of children living with 

disability caused by Polio. In this unique way, the incredible power of 

Polio – a condition that receives enormous media interest, as well as 

funding and commitment from multi-sector agencies – was able to 

facilitate collaborative action that might one day benefit all vulnerable 

children living with disability in Pakistan. 



The power of youth - sharing stories from the field 

 

In 2017, Maryam Athar Khan, CLAN's UN Youth Rep from Lehigh University 

represented CLAN in the Sixty-First Session of the Commission on the 

Status of Women (#CSW61) and highlighted its role in empowering women 

economically in developing countries across the world. Maryam spoke 

alongside Bethel Youth Aid Foundation’s representatives to highlight the 

relationship between providing adequate and sustainable healthcare and 

empowering women economically and socially and brought examples to 

life through stories of children CLAN has worked with in Pakistan.   

 

Maryam shared the stories of two female individuals she met in Karachi, 

Pakistan whilst visiting the National Institute of Child Health (NICH) to learn 

more about CLAN's work, to demonstrate just how important community 

development and capacity building is to improve the lives of those 

affected by NCDs. 

 

The first story was about a girl also called Maryam... A strong, bright 

girl who holds a passion for studying, Maryam values education and 

aspires to be a medical doctor one day. However, she was diagnosed with 

CAH a few years ago and the complications of this condition (resulting 

from a lack of affordable medicine and healthcare) has silenced the once 

strong, spirited Maryam her mother remembers. Maryam is now extremely 

shy and no longer speaks out loud, for fear of being a subject of mockery. 

Her mother believes involvement in a CAH community would allow Maryam 

to mingle and talk with fellow CAH patients. She hopes one day that 

Maryam will break out of the shell that her daughter has confined herself 

to. Her mother believes community support systems are extremely 

beneficial for other families like herself. “Because after all,” her mother 

said, “it's love and support that Maryam needs most right now.” 

 

The second story came from an elderly grandmother who looks after 

her grandchild, Imtiaz, at NICH. Imtiaz is 14 years old and he was 

diagnosed with diabetes at the age of 5. His grandmother narrated that 

for over 9 years, they have had to make several trips to the hospital for his 

treatment. Moreover, she described the pain, suffering, and confusion 

their family underwent upon first learning of Imtiaz’s diagnosis. He was the 

only family member with a sugar problem and as such, they were in 

unchartered waters when they first found out. In addition, their commute 

to the hospital was often long, difficult, and tiring on both Imtiaz and his 

grandmother. Both his parents have to work due to financial problems, and 

as such, there is no one else at home to take care of him. More often than 

not, the family cannot afford rickshaws and instead have to opt for bus 

transportation, which doubles their commute time. In the future, Imtiaz and 

his family hope to engage in community activities with their fellow patients 

and families to gain support from each other 

YOUTH LEAD ADVOCACY EFFORTS 
FOR CHILDREN IN PAKISTAN  



Highlighting the challenges facing children and families living with 

NCDs in LMICs 

 

CLAN's panellists also highlighted some of the other medical issues facing 

children and their families in low and middle income countries (LMICs) 

today. For instance, a problem for families and children living with 

complex chronic health conditions in Pakistan is the generally low level of 

awareness about many conditions, and as a result even after a diagnosis 

is successfully made, parents are sometimes unable to properly grasp the 

enormity of the condition, and find the need for life-long treatment 

overwhelming. For children needing to take drugs throughout life to 

survive, the financial burden can be completely devastating. 

 

There is a need for increased awareness around the challenges facing 

children and families living with chronic health conditions in Pakistan - if 

not amongst the general population, definitely amongst clinicians and 

paediatricians. Too often, medication and treatment costs for families is a 

serious challenge in Pakistan. Most of the population of Pakistan is poor 

and around 46% of the population earns less than $1.25 USD a day. By 

way of a real-life example, the black-market cost of medicine needed to 

keep a child with CAH alive is $0.50 USD and can go as high as $2 USD 

for a day making it highly unaffordable for the people in general - even 

without considering the cost of the other necessities of life. 

 

Through CLAN’s work in Pakistan, bringing families of children living with 

the same NCDs together as communities, health professionals and other 

partners are finding new ways to empower women and children. The 

provision of affordable, quality healthcare is important, but so too is a 

dedicated commitment to community development. The community 

support groups being set up, such as CLIP (CAH Living in Pakistan), provide 

mothers with the opportunity to bond with each other and empowers them 

by encouraging them to learn more about the best ways to care for their 

children living with CAH. It is these mothers and parents who have taken it 

upon themselves to be a part of CLIP’s Executive committee. Coming 

together makes families aware that the power to administer change lies in 

their hands. In addition, it provides patients, such as Maryam, a voice and 

the opportunity to be comfortable with their disease. 



Celebrating a new partnership with the Australia Pakistan Medical 

Association (APMA) of NSW  

 

In June 2017 a Memorandum of Understanding was signed between the 

Australia Pakistan Medical Association of NSW (APMA NSW) and CLAN. This 

new partnership aspires to collaborate on the development, support, 

implementation and initiatives to improve the health outcomes of children 

and adolescents living with NCD's and other chronic health conditions in 

Pakistan. 

 

APMA NSW is a member of CAPMA (the Council of Australia Pakistan 

Medical Associations), a national organisation representing all medical 

professionals of Pakistani descent in Australia. There are an estimated 1,200 

doctors of Pakistani descent living and working in Australia, making CAPMA 

and APMA NSW very powerful and influential networks for CLAN to be 

fortunate to connect with. APMA NSW members aspire to contribute to the 

development of a modern, enlightened, caring and sustainable healthcare 

administration and education system in Australia and Pakistan, and to help 

serve the people of these respective countries.  

 

CLAN is grateful to tap into the cultural expertise and strong community 

networks AMPA NSW offers our NGO in both Australia and Pakistan. We 

believe this important partnership will strengthen our capacity to contribute 

to sustainable improvements in child health through our Strategic Framework 

for Action and Five Pillars. Together we are confident of contributing 

positively to the quality of life experienced by children and their families 

living with NCD’s and other chronic health conditions in both Pakistan and 

Australia. 

 

 

 

 

 

 

 

PILLAR 3: OPTIMISING MEDICAL 
MANAGEMENT 



Throughout the year, CLAN sponsored two Pakistani doctors on professional 

visits to Sydney, Australia. Orthopedic Surgeon, Dr Nasir Saddal from the 

Department of Pediatric surgery at the National Institute of Child Health 

(NICH) in Karachi, Pakistan and Dr Rabia Baloch, Clan’s Community 

Development Officer also working at NICH in Pakistan. 

 

 

Visit of Dr Nasir Saddal 

 

Dr Saddal came to Sydney to work alongside the medical personnel at the 

Children’s Hospital Westmead in Sydney to learn more about telescopic rod 

implantation for the treatment of Osteogenesis Imperfecta (OI) in hopes of 

taking back the new methods to enable him and others to treat children 

living with OI in Pakistan. 

 

Throughout his time in Sydney, Dr Saddal worked closely with Professor David 

Little of the Children’s Hospital Westmead. Dr Saddal also met with 

interdisciplinary health professionals to further his understanding of OI 

management working closely with senior consultant Dr Michael Bellmore who 

specialises in paediatric hip surgeries, Dr Axt, an orthopaedic surgeon for 

patients with Cerebral Palsy, paediatric knee surgery specialist Dr Dao 

Quang, paediatric hip and foot surgeon Dr Oliver Brik, and connective tissue 

disorders specialist Dr Craig Munns. 

 

   

Visit of Dr Rabia Baloch 

 

Dr Rabia Baloch’s first stop on her professional visit was at the 15th World 

Congress of Public Health in Melbourne, Australia. Hosting over 2,000 world 

delegates, the congress brought professionals together from interdisciplinary 

fields that are committed to public health. Dr Baloch and Dr Kate Armstrong 

co-presented on collaborative efforts in Pakistan to drive better health 

outcomes for children living with NCDs and other chronic health conditions. 

 

During the rest of Dr Baloch’s visit she met with a range of Australian 

organisations and individuals generously offering to share their expertise and 

resources, such as: members of the Congenital Adrenal Hyperplasia (CAH) 

Support Group Australia (CAHSGA) where Dr Baloch and members were 

able to openly discuss differences for CAH survivors in Australia and 

Pakistan; Irene Mitchelhill, CAH Nurse Specialist and author of the CAH 

PepTalk, which Rabia is helping to translate into Urdu; Polio Australia, an 

organisation established by polio survivors in Australia that aims to facilitate 

and empower the Polio community; St. Vincent’s Hospital in Victoria; Sydney 

Children’s Hospital in Randwick; and the wonderful team at the International 

Diabetes Federation’s Life for a Child Program.  

STRENGTHENING PAKISTANI & 
AUSTRALIAN TIES



PILLAR 3: APPES LEADING A REGIONAL COMMITMENT TO 
OPTIMISING MEDICAL MANAGEMENT  
CLAN was proud to partner with APPES on the development of the Tokyo Declaration, a statement outlining the 

shared commitment of paediatric endocrinologists across the Asia Pacific region to equity for all children.





Celebrating Progress with the Lagos Chapter of the Nigerian CAH 

Club 

 

In December 2016, members of the CAH Club of Nigeria (Lagos Chapter) 

came together to discuss issues relating to children living with Congenital 

Adrenal Hyperplasia (CAH) in Nigeria. 

 

The meeting was opened with a prayer and warm welcome to all. Parents, 

children and health professionals gathered together to discuss local 

priorities and challenges. There was a strong consensus that 

Hydrocortisone and Fludrocortisone tablets, the medicines needed for 

children living with CAH, are scarce and expensive in Nigeria. It was 

agreed by all in attendance that government assistance will be required 

to make these essential medicines more affordable and available. 

 

Other challenges including the generally low awareness amongst health 

professionals of the needs of children living with CAH and management 

strategies was discussed. The lack of education surrounding CAH by 

medical personnel makes the role of parents and families critical to the 

best management and care of children living with CAH. 

 

Financial burdens on families was also acknowledged, and participants 

explored novel opportunities to help families earn more income and 

achieve the financial freedom necessary to optimally care for their 

children. Partnerships with local NGOs and charity organisations was 

discussed. At the close of the meeting Executive Members were elected 

and a closing prayer was shared. 

 

CLAN congratulates the CAH members of Nigeria and their caring health 

professionals on their tremendous efforts to care for children living with 

CAH in Nigeria. 

PILLAR 4: ENCOURAGING FAMILY 
SUPPORT GROUPS  



Advocating for a rights-based approach to NCDs for children & 

adolescents 

 

On 20 February 2017, Amy Eussen represented CLAN and NCD Child at a 

Seminar on Non-communicable Diseases and Human Rights hosted by the UN 

Interagency Taskforce (UNIATF) on NCDs and the WHO Global Coordination 

Mechanisms on NCDs (WHO-GCM). 

 

The half-day seminar involved presentations and discussions focusing on NCDs, 

human rights and development, with a view to facilitating the development of 

more specific guidance for UN agencies with regards the integration of human 

rights within NCD responses.  

 

Panellists included former Special Rapporteur on the right to food, Olivier De 

Schutter; Senior Human Rights and Law Adviser, Patrick Eba; Assistant Professor 

of Preventative Medicine at Keck School of Medicine at the University of 

Southern California, Laura Ferguson; Harvard Medical School Center for 

Palliative Care, Dr Eric Krakauer; and Advocacy Manager from the NCD 

Alliance, Alena Matzke. Dr. Nick Banatvala from the WHO acted as the 

moderator.   

 

For CLAN and NCD Child, the seminar provided a unique opportunity to focus 

attention on the importance of a rights-based approach to NCDs, health, and 

development for children and adolescents. An individual’s right to health, as 

held in international law, recognises that all children should be fully prepared to 

live an individual life in society and be brought up in the spirit of happiness, 

love, understanding, peace, dignity, tolerance, freedom, equality and solidarity. 

 Too often however, children and families living with NCDs – and particularly 

those in low- and middle-income countries – are not aware of their rights to 

health and life. 

 

Over the course of the last year, CLAN has worked towards developing a series 

of child-friendly human rights flyers that can be used as tools to further 

empower children, adolescents and their families living with NCDs in low and 

middle-income countries. The flyers cover a range of conditions (to date 

Diabetes, Childhood Cancer and CAH) and have been translated into several 

languages (French, Spanish and Bahasa Indonesian) to help individuals learn 

more about their human rights with regards to the support and protection they 

may expect from their respective governments. 

 

Coincidentally, 20 February was also the World Day of Social Justice, and CLAN 

chose this exact date to launch our latest Child-Friendly Rights Flyer on 

Congenital Adrenal Hyperplasia (CAH). CLAN is grateful to Amy Eussen for 

highlighting CLAN and NCD Child’s collaborative work calling attention to the 

range of international partners and community groups that helped launch 

CLAN’s Child-Friendly Human Rights Flyers.  

 

UN INTERAGENCY TASKFORCE 
SEMINAR: NCD'S & HUMAN RIGHTS 



FOSTEO, the OI Community in Indonesia held a fun event celebrating 

Wishbone Day, an internation day of awareness for Osteogenesis 

Imperfecta (OI) that was featured on a breakfast TV show called Selamat 

Pagi Indonesia (Good Morning Indonesia). Wishbone day’s motto, ‘Because 

Awareness Makes a Difference’ highlights the value of engaging those 

outside the OI Community who may not know how the condition affects 

people.  

 

The event was held on Car Free Day,  where the main streets are closed to 

vehicles and open for pedestrian access, in order to gain additional 

exposure from all the regular exercisers who were able to see the activities 

as they enjoyed the car free day. 

 

Originally started to reduce pollution, Car Free Day is now an excellent 

opportunity to promote health and community activities to tackle Non- 

Communicable Diseases (NCD’s).  

 

A special highlight  was the demonstration of a new, affordable, child-size 

walker, constructed by Mr Jo Freeman, a young intern working with the 

Indonesian Paediatric Society and CLAN, thanks to the support from the 

Australian Government’s New Colombo Plan. 

 

In communication with FOSTEO members ahead of Wishbone Day, Jo 

learned that families were keen to access affordable mobility aids for their 

children. Jo was able to access detailed instructions on how to build cheap 

yet safe and sturdy walkers. 

 

These new yellow cost-effective walkers are an exciting development for 

the FOSTEO Community, with the need for mobility aids an exciting 

reflection of the new generation of children living with OI in Indonesia, now 

increasingly mobile thanks to the excellent health care and affordable 

medicine now available to them. 

 

 

 

WISHBONE DAY 2017 
CELEBRATIONS IN JAKARTA



The Hue Nephrotic Syndrome Club Meeting was held on 20 June 2017 at the 

Hue Central Hospital in Vietnam. With approximately 80 children and family 

members and 10 medical and nursing professionals in attendance the meeting 

was a huge success. Health professionals included renal nurses, nephrology 

team doctors and junior doctors. 

 

The Club meeting began with an introduction from the Hospital Executive and 

was followed by a talk on nephrotic syndrome aimed at parents and children 

by Dr Fiona Mackie, Paediatric Nephrology Specialist at Sydney’s Children 

Hospital, Randwick. Dr Mackie's presentation led on to an open forum Q&A 

session in which parents and children were encouraged to ask questions and 

engage in an interactive discussions. 

 

This event was an opportunity for families to come together and learn more 

about what nephrotic syndrome is; how relapses can be managed by medical 

professionals, patients, and family members; relapse symptoms to look out for 

so early treatment can be started; goals for long term health; dietary 

measures that may help; and information about the different medications 

used to manage Nephrotic Syndrome. 

 

Dr Mackie notes since her last visit with the Nephrotic Syndrome Community in 

Hue she has been able to see an overall greater understanding of the basics 

of NS. This is a step in the right direction, and she also notes that questions 

have become more sophisticated, stating there are more questions being 

asked concerning long-term complications and medications. 

 

CLAN was thrilled to see the sustained progress being made within the NS 

Community of Vietnam and sincerely thank Dr Mackie, the Vietnamese NS 

Community, and Vietnamese medical professionals for their ongoing efforts to 

date. CLAN looks forward to exploring opportunities to collaborate into the 

future and further assist with supporting educational and Club meetings that 

benefit the children and families. 

NEPHROTIC SYNDROME CLUB 
MEETING HUE, VIETNAM



Fighting NCDs - Defeating a common enemy through education  

 

CLAN Youth Representative Joe Hansen spent 4 months as a volunteer 

teacher at St. Joseph the Worker Primary School in Nakasi, Fiji in early 2017. 

This primary school has a long-term partnership with St. Anthony’s Catholic 

Primary School, in Sydney where Joe completed his primary education, so he 

was thrilled to volunteer at St Joseph’s during his Gap Year in 2017. 

 

St. Joseph’s has over one thousand students with class sizes averaging 

between 40-50 students. With a lack of funding and an overwhelming 

number of enrolled students, there were often classrooms in need of extra 

support. Joe was quickly called upon to assist with teaching English, Math, 

and Science across a range of year groups, as well as supervise sports, 

games and other playground activities. 

 

A key event during Joe’s time with St. Joseph’s Primary School was the public 

speaking competition on the 31st of March 2017. Public speaking 

competitions are fairly popular in Fiji as they encourage students to practice 

their English and enhance their research skills. As a volunteer teaching 

assistant at the school, Joe was asked to serve as a judge for this particular 

competition. Coincidentally, the topic chosen for the speaking competition 

was “Fight NCDs: Our Common Enemy”… Having volunteered with CLAN over 

several years, Joe was confident in the subject matter and keen to hear the 

children speak about this important topic. Joe had already noted teachers 

are committed to helping children learn how to prevent NCDs from an early 

age, given the increasingly heavy burden they place on Fijian society. 

 

CLAN was thrilled Mr Mark Tamsitt was able to attend on behalf of the 

Australian High Commission. This was the first time the Australian High 

Commission had been to St. Joseph’s Primary School, and the staff and 

children were very excited to host Mr Tamsitt’s visit. As well as serving as a 

judge on the day, Mr Tamsitt also brought books as a gift for the school and 

helped Joe learn more about the various initiatives the Australian 

government supports in Fiji as well as other possible future funding that 

might be available to support St Joseph’s school into the future. 

 

The speaking competition was a great success overall. There were 12 primary 

school students from year 5 year 8 involved, with three speakers 

participating from each year group. A female student from year 6 won the 

competition and Joe notes that her speech was well researched and full of 

facts from reputable sources like the World Health Organisation. Joe 

believes, “She won due to her confidence and passion for what she was 

saying.” 

PILLAR 5: REDUCING POVERTY AND 
PROMOTING FINANCIAL 
INDEPENDENCE 






















