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A B O U T  U S
What is CLAN? Caring & Living As Neighbours (CLAN) is a not-for-profit, Non Government Organisation

(NGO), approved by AusAID for Overseas Aid Gift Deduction Scheme (OAGDS) status and endorsed by the

Australian Taxation Office as a Deductible Gift Recipient (DGR).

Our Vision is that all children living with chronic health conditions in resource-poor settings of the world will

enjoy a quality of life equivalent to  that of their neighbours' children in higher‑income countries.

CLAN's Mission is to maximise quality of life for children and their families who are living with chronic health

conditions in resource-poor settings of the world.

An Innovator Bringing Communities Together to Drive Change
Since 2004, CLAN has pioneered a person-centred, rights-based community development approach that places

children, their families and carers at the heart of the solution, bringing local and global communities together to

support each other. 

Our model is built around five pillars of action:
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A B O U T  U S

Care- love of neighbour drives a passion for justice and equitable quality of life for all

Community development- grass-roots communities are the visual hub of CLAN's

strategic framework for action, and a recognised driver of sustainability and

empowerment.

Family- prioritising a person- and family centred approach, CLAN celebrates the strength,

passion and commitment families can bring to initiatives to drive long-term change

Health for all– CLAN is committed to leave no child behind in global public health efforts

and supports calls for Universal Health Coverage.

Human rights-based approaches– inform all of CLAN’s activities, notably the United

Nations’ Convention on the Rights of the Child and Declaration on the Rights of

Indigenous Peoples.

International– CLAN works in many different countries around the world, and privileges

the voices and perspectives of those from lower income settings.

Indigenous control– in all of CLAN’s work with and for Indigenous Communities, we are

committed to Indigenous Community Control at all times.

Investing in people– CLAN’s programs prioritise education and training as a means to

improving knowledge and practices, and optimising health outcomes.

Partnership– building creative and trusting relationships with the people in the countries

we work creating an inclusive, collaborative, flexible and responsive approach wherever

possible.

Professionalism– ethical and transparent program management processes, including

evaluations of activities and resources, ensure best practice and optimal outcomes are

achieved.

Respect– in its relationships with partners and participants, and acknowledgement of

unique histories and cultures of countries we work, respect is a basic element of all

programs and initiatives.

Sustainability– CLAN’s programs strive to achieve sustainable outcomes to promote

economic and environmental sustainability of communities and groups we partner with;

we promote self-reliance to minimise dependency and optimise health outcomes for all.

CLAN's Guiding Principles inform all of our activities and initiatives. Such values related to

CLAN's work include:
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Reducing travel by CLAN’s team, with finances saved dedicated to in-country Club and Community

events instead

The use of social media and publications to advocate and promote CLAN’s framework, educational

resources and community messages

The role of Community Development Officers in-country

Grants for young health professionals to facilitate projects in-country with support from local mentors

and engagement of Community members

Promoting Indigenous voices, not just to #BeatNCDs, but also to share wisdom regarding the best ways

to care for our planet’s health

Successful roll-out of CLAN-APPES Grants to support CAH, Diabetes and Thalassaemia Communities in

the Asia Pacific region

Use of social media to promote child-friendly COVID-19 messaging and showcase Indigenous strengths

and successes during the pandemic

Support of Indigenous participation in WHO online events

Increase in publications, presentations and story-telling

Every annual report offers an opportunity to reflect on the year that has just passed, and there is no question

2019-20 has been very unique! COVID-19 had changed the world forever, and it’s timely to reflect on the impact

the pandemic has had on CLAN and the many communities and partners we work with around the world.

 

At its heart, CLAN is committed to health equity for children living with chronic health conditions in resource

poor settings. CLAN is committed to redressing the avoidable and unfair differences in health that exist for

children living with Non-Communicable Diseases (NCDs) and other chronic health conditions both within and

between populations. It is not acceptable that children in resource poor settings are prevented from achieving

their full potential in life because of completely preventable and unjust reasons.

CLAN has learned a lot over the years about the determinants of, and solutions to health inequities for children

living with chronic conditions. Our five pillars continue to guide our work, and consistently point us in the

direction of key priorities families tell us they need addressed so their children might enjoy the highest quality of

life possible. As a small NGO, it is imperative sustainability is at the core of all we do. In recent years CLAN’s focus

has been on climate-friendly approaches, and has included a commitment to:

 

Not surprisingly, these approaches have worked extremely well during the COVID-19 Pandemic, and

emphasised the benefits of sound policies. Highlights have included:

  

The coming year will present many challenges, and equitable access to COVID vaccines will undoubtedly be a

priority for all. As we figure out the best next steps for critical action it’s encouraging to look back and be

reassured CLAN’s strong foundational principles, policies and frameworks have the capacity to guide us safely

through even the most difficult times. CLAN is committed to continued collective and collaborative action so

we might all emerge from these challenging times stronger, healthier and happier. Thank you to all who have

supported CLAN’s work over the years, and continue to walk the journey with us. Stay safe and strong.
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CLAN is proving that by working together, it is possible to effect change on a global scale for children living with
chronic health conditions. It is vital that we all strive for this, because children and families themselves are
virtually powerless to effect change without the support of neighbours, friends, health care professionals and
concerned global citizens.

CLAN's Strategic 
Framework for Action
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HONORARY
MEMBER

CLAN is proud and honoured to present the Honorary Associate Membership for 2019-2020 to
Nadine Clopton. She has been on board as a youth representative with CLAN since July 2016.

Nadine is a recent graduate of Lehigh University in Bethlehem, Pennsylvania in the United
States. She has completed a double-major in Public Health and Political Science with a dual
minor concentration in Sustainable Development and Environmental Studies. 

Through my association with CLAN I had a myriad of incredible experiences and opportunities to

dive into advocacy . Following my experience as the first Youth Representative to serve at the UN

in Geneva , Switzerland , I attended the World Health Assembly where I had the opportunity to

connect in person with many of those who would go on to found the Indigenous NCDs

movement as well as to foster connections to key players in the NCD and global health space . I

continued this work throughout UNGA and the High-level meeting on NCDs in 2018 . Following

that , I was invited to work alongside UNICEF in shaping what would become the 40th

Anniversary of Alma Ata : Primary Health Care conference held in Astana , Kazakhstan . I ensured

that both Indigenous communities and children living with NCDs in developing settings were

not left out of the dialogue in the planning process . In September 2018 , I was elected to serve as

an ex-officio Youth Chair on the NGO DPI Executive Committee at the United Nations , the third

student ever to do so . In the spring , I spoke at the Commission on the Status of Women on 3

different panels , highlighting the work of CLAN and the immense disparities in health access

and outcomes for the communities we serve , particularly highlighting the challenges imposed

on Indigenous communities .

 

NADINE CLOPTON
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This past summer , I was nominated to run as a fully-fledged Director on the UN NGO Executive

Committee and campaigned alongside seasoned NGO Presidents . To my great surprise and

overwhelming excitement , I was elected to serve as a Director , the first young person to ever

hold this role , and now I serve as the appointed Chair of the Youth and Intergenerational

Subcommittee .

 

In late 2019 , myself and a team of youth from every corner of the globe came together and

authored the Global Youth Climate Action Declaration which is a comprehensive list of demands

geared towards member states from the global community of youth , the first of its kind , with

detailed policy implementation suggestions for tackling climate change . This declaration is

owned by no one person or organization , yet is owned by all young people around the world . We

have thousands of signatories thus far and are conducting ongoing consultations in multiple

languages , with affected communities such as climate refugees , and with keepers of

environmental wisdom such as Indigenous communities .  As a Youth Representative for CLAN , I

have played a pivotal role in writing and moving this document forward , as well as ensuring that

there is ample consideration of the health impacts of NCDs on children and climate change ’s

role in exacerbating environmental health-related issues infused throughout the text of the

document .

 

Moving forward , I plan to continue serving as a Director on the UN NGO Executive Committee as

well as working as a co-organizer in the Global Youth Climate Action Declaration movement .

Both of these roles will allow me to enhance the meaningful inclusion of Indigenous

communities and serve as a platform for the work of CLAN . Additionally , through my role as

Director , I am working tirelessly to create opportunities for young people outside of the NYC area

to develop their leadership and advocacy capacities as well as enhance global youth

engagement . I envision this as a form of regional leadership structure and I will ensure that there

is inclusion of Indigenous youth in this program . I am hoping to reconnect with the young

people who have an existing relationship with CLAN and share key opportunities for growth and

engagement with them as well as develop new connections to amplify CLAN ’s work .

CLAN is a prime example of an organization built upon a foundation of equity , opportunity , and

empathy . CLAN ’s work deserves to be shared on the global stage at the UN in New York and the

relationship which Lehigh has with CLAN (as well as other NGOs) has allowed CLAN ’s message

and incredible work to spread around the world . I hope that I can continue to contribute to the

work and mission of CLAN now and throughout my career .

 

NADINE
CLOPTON
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Since first engaging in the international Non-Communicable Disease (NCD) discourse in 2010

CLAN has become increasingly concerned about the lack of focus on Indigenous Peoples. There

are an estimated 370 million Indigenous Peoples living in 90 countries across the world, and the

evidence indicates Indigenous Communities are inequitably burdened by NCDs. Despite this,

their voices have been lacking within the international NCD discourse.

In 2018, CLAN consulted with Indigenous Peoples who were interested in engaging within the

International NCD discourse. In partnership with Summer May Finlay, a Yorta Yorta woman from

Australia, CLAN founded IndigenousNCDs, a global coalition committed to Indigenous control

and advocacy to promote the voices and perspectives of Indigenous peoples on issues relating to

the prevention and management of NCDs.

 

IndigenousNCDs

PROMOTING THE VOICES AND EXPERIENCES OF INDIGENOUS PEOPLES

WITHIN THE GLOBAL NON-COMMUNICABLE DISEASES DISCOURSE

On 18 June 2020, IndigenousNCDs was proud to have facilitated connections between WHO,

Professor James Ward and Dr Mark Wenitong, to ensure #WeAreIndingeous voices from

Australia were able to speak first-hand about the incredible successes of Aboriginal and Torres

Strait Islander peoples in Australia during the COVID-19 Pandemic. The webinar was titled, 'NCD

Voices in the Decade of Action- The value of linking COVID-19 and NCDs to build back better,'

and had the goal of acknowledging and showcasing leadership and strengths of Aboriginal

people and Communities during COVID-19. The webinar highlighted links between COVID-19,

NCDs and mental health conditions, allowing for knowledge sharing, with a strong emphasis on

lived experience around the subject matter, ultimately contributing to a better understanding  of

the interlinkages of the double burden of disease within a global pandemic.

 

“Raising Indigenous voices to #BuildBackBetter
through the WHO’s GCM/NCDs webinar”
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Providing Client-led care that ensures informed choice, engagement and participation in their individual

health journey;   

Integrated care that adopts a social model of care not privileging bio-medical model;     

Linking culture with education, health and well-being to provide cultural safe and community driven

practices while increasing community health literacy awareness;   

Strengthening effective partnerships for comprehensive referral/support pathways across the Aboriginal

community controlled, private and public health sectors;

Providing an Influential robust voice from grass roots community to key peak health bodies;       

Promoting positive messaging that acknowledge strengths-based and trauma-informed care that

recognises the impact of colonisation and systematic racism;    

Building capacity within local communities and Aboriginal workforce to promote positive, healthy lifestyle

place-based initiative.

To date, IndigenousNCDs has focused on bringing the voices and perspectives of Indigenous

Peoples to the NCD movement, and have been proud to engage in the following events:

Over the past year, IndigenousNCDs has focused on bringing the voices and perspectives of Indigenous

Peoples to the NCD movement, and have been proud to engage in the following events:

World Indigenous Cancer Conference, September 2019, Alberta, Canada

In  16-19 September 2019, CLAN facilitated the attendance of Kristine Falzon, a Gymmeah Walbunja

Wandiwandian- Gadhu Balaang Saltwater Woman from Australia's South Coast. CLAN was proud to promote

Krissy's voice and share her Communities’ experiences of NCDs. This was the second time Indigenous Peoples

from Civil Society have actively engaged in the global CD discourse. CLAN will furthermore continue to

explore such opportunities for engagement. Kristine's experience at this conference are summarised below.

'I had the privilege of being asked to present at the World Indigenous Cancer Conference (WICC) in Canada,
the conference theme was "Respect, Reconciliation, and Reciprocity: Connecting Across Knowledge
Systems" with presenters from across the world who specialised in First Nations cancer care. the WICC
committee approached me and Waminda to speak on behalf of our organisation, community and first
nation Australians regarding “Community voices on indigenous cancer pathways: challenges & solutions”
as part of Plenary 1.  This opportunity became reality with the generous support of the WICC Committee,
Cancer Council NSW and CLAN (Caring & Living as Neighbours)/Indigenous NCDs movement.'

Kristine's presentation discussed key successes of Waminda's Comprehensive Care program including:   

1.

2.

3.

4.

5.

6.

7.

IndigenousNCDs
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Report on Asia Pacific Pediatric Endocrine Society
(APPES) and University of Medicine and Pharmacy

(UMP),  Ho Chi Minh City, Vietnam

Professor Maria Craig: Medical Management of diabetes, Diagnosis and management of

hyperthyroidism in children, Diagnosis and treatment of Growth Hormone Disorders in children

·Associate Professor Jeerunda Santiprabhob (Thailand): Management of common pediatric

endocrine emergencies, Congenital hyperinsulinism

Associate Professor Cindy Ho (Singapore): Diagnosis and treatment of Rickets in children, Late

endocrine effects in pediatric cancer survivors

Dr Huynh Thi Vu Quynh: Update and diagnosis and treatment of CPP

Mrs Angie Middlehurst: Management of diabetes in children and adolescents – practical aspects

On 5 October, 2019, a combined APPES and UMP Teaching Course was held to provide Updates on

Pediatric Endocrinology, and two members of CLAN (Prof Maria Craig and Mrs Angie Middlehurst) were thrilled

to visit Vietnam again, and reconnect with colleagues and friends they had worked with previously through

CLAN.  Participants comprised more than 150 doctors from all over Vietnam, the majority being from the south

of the country. Tran Diep Tuan, MD, PhD, Associate Professor of Pediatrics and President of the UMP at Ho Chi

Minh City, opened the workshop proceedings. Dr Huynh Thi Vu Quynh, MD, PhD, coordinated the very

successful and well –received workshop, with international speakers and Dr Quynh presenting on a variety of

topics:

 

 

 

CME points and certification of attendance were provided to all participants.

Dr Quynh spent time training in Australia with support from CLAN and Children’s Hospital Westmead almost

ten years ago, and shared some interesting updates regarding patients now seen at Children’s Hospital Two in

HCMC. Dr Quynh currently sees approximately 200 children (until age 15 years) who are living with CAH, and

the same number (200) with type 1 diabetes.

n recent years, Dr Quynh changed the education program for postgraduate medical students. They are now

trained in CAH, diabetes and emergency management of endocrine diseases, so that more patients with CAH

and diabetes are now diagnosed early and followed up by doctors in other provinces (not just in Ho Chi Minh

City). This saves families money and time in travel.

All at CLAN send heartfelt congratulations to Dr Huynh Thi Vu Quynh, MD, PhD on her recent well-deserved

appointment as Vice Head of Pediatric Department, Head of Educational Quality Assurance Unit, Faculty of

Medicine - University of Medicine and Pharmacy at HCMC. Dr Quynh has worked tirelessly for the children and

families in her care and her hard work is acknowledged and much appreciated.

PREPARED BY ANGIE MIDDLEHURST 

Page 12



Publications
CLAN WAS PROUD TO CONTRIBUTE TO THE FOLLOWING

PUBLICATIONS
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The WHO Global meeting was health in Muscat capital of Oman at Kempiski Hotel from the 9th to
12th December 2019.
The meeting was composed of participants from the Ministry of Health NCD departments, WHO HQ
and regional offices and civil society organisations. It was organised under 4 key segments.
Second Global meeting of National NCD and Mental Health Directors and focal points (Mix of
strategic policy and technical sessions and restricted to country participants) 
 High-level segment with senior speakers from the 6 WHO regions 
 Multi-stakeholder partners forum, including the active participation of WHO Collaborating Centres,
non-State actors in official relations with WHO and members of the UN Inter-Agency Task Force on
NCDDs and the WHO Global Coordination Mechanism on NCDs 
 Regional meetings, side events and local site visits

Noncommunicable diseases (NCDs) – mainly cancer, cardiovascular disease, chronic respiratory diseases, and 

diabetes – are the most common cause of death and disability worldwide, accounting for 70% of all deaths

and more than three out of four years lived with a disability. NCDs (non communicable diseases) are the

number 1 cause of death and disability worldwide, and impose years of disability on those affected and their

families. NCDs are a significant threat to achieving internationally agreed development goals.

The financial burden of NCDs is immense, and the financial investment to alleviate this burden on patients,

families and carers is comparatively small. WHO's Best Buys' offer options that provide not only financial

return on investment, but also health and social benefits. Mental health has increasingly become a global

burden and its linkage with NCD community in care will improve outcomes. Lack of access and high cost of

care, essential medicines and technologies increases morbidity and mortality, and can force people and

families into poverty due to disability and out-of-pocket expenses.

Global Meeting 2019:
 

It had speakers from all the 6 WHO regions, youth, people living with NCDs and mental health as well as civil

society. We were lucky that our President, was among the great speakers at the meeting.

Youth Meeting:

We had 2 successful youth meetings with other young participants, shared a lot on our works and

opportunities for more youth engagement. We are currently working on an outcome document that will be

shared upon completion.

Meeting: 

I attended several meetings and break out sessions over the 3 days, with a lot of learning and interacting with

several other participants, though had no speaking role but the ideas shared all over the meeting sessions are

important

for my work back home.

WHO Global Meeting to Accelerate
Progress towards SDG Target 3.4 on

Noncommunicable Diseases (NCDs) and
Mental Health Report

PREPARED BY DR ANDREW TWINEMATSIKO 
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Had very few young people as participants (25 out of all participants)

Youth did not have speaking role in many of the sessions

Less time for the sessions hence less interaction between speakers and participants.

Follow up with mails for the contacts I gathered during the meeting.

Share knowledge I received with my team back home.

Finalise the youth action document following the meeting.

Continue engaging more members in the network on social media especially twitter.

Lobby for participation of young people and people living with NCDs and mental health in future

events regarding NCDs.

With special thanks, I would like to expend my gratitude to Caring and Living As Neighbours (CLAN)

especially Dr. Kate Armstrong for the mentorship, financial support, recommendation and promoting

my work and great support rendered during the meeting.

Special thanks to WHO, Oman government for organising the event.

The entire Youth participants at the Forum for the coordination and getting the Call to Action ready.

Engagements:

I was privileged to meet several leaders in the NCD and mental health sector, exchanged contacts and shared

about the work we do. Thanks to Dr. Kate for the introductions on many, I have since followed up on some of

the people met and yet to visit especially our Commissioner for Uganda.

Site Visit:

I participated in the site visits, key accomplishments was learning about the health care system in Oman

compared to one in our country, there were several differences in terms of organisation and opportunities for

learning.

Challenges:

Action Way Forward:

 

Acknowledgement: 

WHO Global Meeting to Accelerate
Progress towards SDG Target 3.4 on

Noncommunicable Diseases (NCDs) and
Mental Health Report
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Access to medicines has always been a challenge to communities in Uganda, even prior to COVID-19,

with key barriers including distance from families to health facilities, cost of medicines, stock outs of

medicines and equipment and chronically under-funded health systems. In recent years, with

support from the Australian non-government organisation CLAN (Caring & Living As Neighbours), our

team of volunteers established support groups in Uganda for children and young people living with

Nodding Syndrome and Epilepsy. Using CLAN’s strategic framework for action we have committed to

establishing innovative approaches to improving quality of life for children in these communities,

with specific focus on improving access to essential medicines and equipment (the first of CLAN’s five

pillars). 

The COVID-19 Pandemic has exacerbated existing inequities and access gaps globally. During the

pandemic many families we work with have been asking for medicines to be delivered to their

homes given the limited public transport options. Uganda instituted a Country Lock down early in

the pandemic, and the consequent ban on private and public transport continues to make it hard for

citizens to access hospitals, with only ambulances allowed to operate.

With support from volunteers, our team has developed an innovative response to support group

members’ calls requesting medicines to be delivered to their homes. An on-call volunteer picks up

the medicines from the hospitals that clients are attached to (using their official Patient numbers),

and transports the medicines to the clients’ home by motor bike at no cost. The logistics of the

operations are catered for by the volunteers, and special care is taken to ensure infection control

precautions are maintained. The motor bike rider uses appropriate PPE (Personal Protective

Equipment) and hand washing sanitisers to ensure both volunteers and clients are protected at all

times from COVID-19 infection.

This essential medicine delivery system has been greatly appreciated by support group members and

helped to reduce the gap in access to medicines. Looking forward, we plan to explore opportunities

and funds to create a mobile application to assist clients even beyond our support groups with

requests for essential medicines to be delivered to their homes, with especial focus on other key

paediatric populations.

Updates from Uganda

DELIVERY OF ANTI-EPILEPTIC MEDICINES TO 
SUPPORT GROUP MEMBERS AMIDST COVID-19

Article and Images by Dr Andrew Twineamatsiko
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This inaugural meeting was a coming together of People Living With (PLW) Epilepsy and Civil Society
Organisations (CSOs) working to support PLW Epilepsy in Uganda – especially those helping people cope
with the mental health impact of the condition. The event aimed to help everyone get information on what
is being achieved by different stakeholders and identify what still needs to be done. We acknowledged
that Ugandans are living with a number of epidemics that affect our mental health, and the impact of
these can linger on even after a cure is found. Ideally, many organisations will come together to achieve
long-term solutions that include both pre- and post-acute care in their work plans, however at times it
seems few organisations are willing to help, while others want to help but are unsure how to get involved.

Why focus on epilepsy in Uganda?
Epilepsy is a chronic neurologic disorder characterised by recurring seizures, it is one of the leading brain
disorders in developing countries. Seizures are brief episodes of involuntary movement that may involve
one part of the brain (partial) or all areas of the brain (generalised). Seizure episodes are a result of
excessive discharges in the brain and manifest as jerking movements, convulsions, and loss of
consciousness to mention. According to WHO, about 50 million people live with epilepsy globally with
nearly 2.4 million cases every year.  It is estimated that over 80% of people affected by epilepsy reside in
Africa, with majority being from low income countries. Uganda is a developing country with an estimated
population of over 40 million people, though no recent data about the prevalence and incidence of
epilepsy in Uganda, it is estimated that about 400,000 people are living with epilepsy in Uganda
accounting for about 1/100 Ugandans. It affects more children than adults

Epilepsy Community in Uganda
Epilepsy Community Uganda is a project supported by Caring and Living As Neighbours (CLAN), an
Australian based NGO. With technical and financial support extended to Uganda, and Volunteers from
Patriotic Medics Uganda. Remarks were given by Ms Judith Ainomugisha, she gave the background of the
project using the five pillars as extracted under CLAN implementation model. She noted that these pillars
will be implemented if we are to realise the goals of the project and improving the quality of life for
persons with Epilepsy.

In conclusion, she informed participants that this approach was used for the Nodding syndrome
community in Uganda and created a positive impact on the members of the support group. Urged
members to work together towards implementation of the model.

She also stressed a point of need to partner with schools that have persons with epilepsy to follow up on
their performance, what needs to be done and the challenges that have marked low education levels for
PWEs.

“EPILEPSY - A PUBLIC HEALTH PRIORITY”
10 FEBRUARY 2020

PROJECT REPORT BY DR ANDREW TWINEAMATSIKO

International Epilepsy Day
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Reducing stigma to PWEs
Ensure access to medicines and reduce drug stock outs
Increase education on epilepsy especially to schools and support school going children with epilepsy
Urged organisations to create vocational trainings for those who couldn’t continue with school
because of epilepsy
Meaningful involvement in creating epilepsy programs

Testimonies from persons living with epilepsy

A mother to a child living with epilepsy explained in between tears how it has difficult to cope with life with
her child of multiple disabilities. She almost committed suicide due to
harassments from family members, relatives and neighbours who accused her of being a witch or perhaps
having committed a big sin thus her child suffering the consequences. She however thanked us for
bringing an initiative of support groups and is positive that their meetings will help reduce on the
psychological burden of living/caring for persons with epilepsy. A 21-year-old man living with epilepsy told
the audience how living with epilepsy looked like an ending dark tunnel but with help from organisations
he was able to build confidence and started to believe that epilepsy is neither inability nor a curse. He has
been able to complete his studies and is hopeful the support group established will be used to build hope
for all PWEs, as the leader of the group, he noted key concerns that organisations and Ministry if Health
needs to address and these include:

Another victim explained how his seizures reduced after going through counselling and taking medication
regularly. Before being helped by ministry of health he was living in hiding and wasn’t participating in
anything as people surrounding him believed he was un able of doing anything due to his repeated
seizures. He was so grateful to ministry of health for giving a platform to get exposed and getting into
different training which have enabled him determine his potential as a person living with epilepsy.

Remarks from Ministry of Health

Madam Hafsa on behalf of ministry of health showed how everyone has a different misconception on
epilepsy. Some think it’s caused by evil, others think its form of punishment for wrong doing and other
categories think mothers could have done weird things during pregnancy. Therefore, organisations dealing
with epilepsy need to channel works mostly in Madam Hafsa on behalf of ministry of health showed how
everyone has a different misconception on epilepsy. Some think it’s caused by evil, others think its form of
punishment for wrong doing and other categories think mothers could have done weird things during
pregnancy. Therefore, organisations dealing with epilepsy need to channel works mostly in changing
mindsets of people which could also help in eliminating stigma faced by PWE. There’s a need to take
epilepsy as a priority and major concern in Uganda. Ministry of health calls upon all organisation and
individual partners of epilepsy to cooperate in sensitising the masses and ensuring regular supply of
drugs. VHTs also need trained on how to handle PWE emotions and to also be able to train the patients on
how to handle their emotional changes and symptoms that surface before seizures. She also called upon
global fund and CSOs to think on how to solicit funds for the epilepsy epidemic after sharing on how PWE
epilepsy are raped with no one to advocate for their rights, some are even divorced for no reason and
most of them have been unsuccessful in relationships simply because of their partner’s misconception on
epilepsy. The whole world needs to appreciate that epilepsy is a disease just like any other.

International Epilepsy Day
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In December 2019 CLAN invited APPES Fellows to apply for modest community development grants (up to

$5,000 depending on the activities proposed), to lead projects that drive collaborative action by local

paediatric endocrine communities, senior paediatric endocrinologists (as mentors, either in their own country

or supporting neighbouring countries) and other stakeholders, with a focus on local priorities that will drive

sustainable change to improve the lives of children living with endocrine conditions in resource poor

communities. 

 

Three grants were given for projects that could be developed over a 6-12 month period. The strategic focus on

young doctors as project leads seeks to invest in the next generation of paediatric endocrinologists of the Asia

Pacific region, and actively engage the future champions of Paediatric Endocrinology in efforts to strengthen

the capacity of paediatric endocrine communities across the Asia-Pacific region so together we can continue

to sustainably drive real change for the children. Projects leads have committed to submit abstracts on their

project’s achievements at the next APPES Conference in 2021 and this will help all countries learn from one

another. 

 

All three projects were off to a flying start at the beginning of 2020, however all three have understandably

been impacted by COVID-19 to varying degrees. In some cases this unprecedented situation inspired

innovative thinking and new opportunities have already been identified for health professionals, children and

their families living with non communicable disease (NCDs) as a result.

APPES-CLAN Grant Projects
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Endocrine complication are important causes for morbidity and mortality in children

with transfusion dependent Thalassaemia Major. In the second half of 20th century

with advent of chelation therapy life expectancy and quality of life of these children

improved dramatically. However because of high cost and limited availability, the

extent of chelation achieved in the Indian setting is far from acceptable level. For the

same reason, they are likely to develop endocrine deficiencies in early life with severe

manifestations. 

Sexual maturity and gonadal functions are markedly affected by iron toxicity.

Hypogonadism can be primary or secondary or combined. Failure to begin puberty

may be present in up to 50-100 % patients. Direct free radical 

mediated toxicity of anterior pituitary cells and gonads, impaired leptin synthesis have been implicated in

pathogenesis (1). Delayed / arrested puberty negatively impacts stature, bone health, psycho social wellbeing.

In overburdened system pubertal problems of these children are hardly addressed, which in turn affects

quality of life.

Short stature is prevalent in about 50 % of children thalassaemia, especially those after 10 years of age. This

can be attributed to chronic anaemia, desferrioxamine toxicity, delayed puberty, growth hormone deficiency

and IGF 1/IGF BP3 deficiency.  (1)(2) Growth hormone therapy is out of reach to our children, due to the

prohibitive cost; resources are usually saved for life-saving transfusion and chelation. 

Depending on the extent of chelation, the prevalence of hypoparathyroidism may vary between 3-22 %.

However sub clinical hypoparathyroidism may virtually exist in all as age advances.(3)(4) Acute severe

hypocalcaemia may cause seizure, tetany, cardiac failure leading to morbidity and mortality. In the long run it

thoroughly affects quality of life. Similarly, based on the extent of iron overload, the resulting lipid

peroxidation, free radical mediated injury and oxidative stress can result in primary hypothyroidism.

Prevalence ranges up to 5-17 %. (5)(6)

With improved life expectancy incidence of exocrine and endocrine pancreatic insufficiency is increasing

especially third decade onwards. Though frank diabetes is less common, when combined with impaired

glucose tolerance up to 6-14 % of children have glucose metabolism problems.

Adrenal insufficiency is also a less common endocrine problem in children with thalassemia. Mostly manifest

as altered diurnal ACTH rhythm or decreased adrenal reserve in later life.(1) However in poorly chelated young

children adrenal insufficiency is been reported as early as 5 years. So, in our setting, if not actively looked for,

morbidity - mortality caused by adrenal insufficiency may prove costly.

In our setting, because of lack of government support, palliative transfusion and chelation to the extent

possible have been the priority. Through this study we can uncover, educate and sensitise health care

providers and parents about the burden of endocrine problem and the need for routine screening. As a

research tool this study aims at uncovering endocrine abnormalities at an early age, as our children are under

chelated and may need early screening.  Screening will reduce the economic burden by early treatment of

endocrine complications. We hereby express our commitment to conduct the process ethically, satisfying the

pillars of CLAN’s strategic alignment in an effort to contribute to the care of children with chronic endocrine

problems.

India
Dr Koushik Ural H.

Page 20



Paediatrician's survey

Questionnaire has been established

Ethical clearance is currently pending due to work activities restrictions and current policies of Ethical

Committee in our hospital that prioritise COVID-19-related proposals and result to longer process of

our ethical clearance (estimated: more than 6-8 weeks). 

Materials/tools for diabetes education 

Family-based education sessions will be done after CoVID-19 pandemic is over and after all

educational tools are finished

Conducted 2 zoom meetings and intense discussion in WhatsApp 

Designs of several tools is already finished, others are ongoing

Down-payment for design team has been deducted from budget/account

Examples of finalised designs are below:

Diary/journal design for personal daily notes regarding carb counting,

insulin, and BG measurements (to be used by patients with T1D)

Incorporate educational tools into existing mobile app

Preliminary meeting with person-in-charge for mobile application team (from Indonesian Pediatric

Society) has been conducted in early March 2020, discussing about the possibility of the project à

promising results

Follow-up meetings are postponed due to CoVID pandemic

Project Summary

This research is planned by the paediatric endocrinology department of National Institute of Child Health,

Karachi Pakistan, a public sector tertiary care health facility that provide care without any cost. In dealing with

patients with adrenal hyperplasia, availability of medicine is a huge challenge as the medicines are neither

easily available nor affordable. The families we cater often come from far flung areas to seek treatment.

Coming for follow up especially to obtain medications is a real problem to their poor resources as most of

them work on daily wages, a day off means loss of revenue for the entire family. This leads to meager follow

up, poor medicine compliance and at the end poor control of these children. In order to address all these

issues, we design our project to deliver the medication at the patient’s door step using courier service. It will

save the time and inconvenience of caretaker/guardian. Moreover, it will help in compliance with medicines

and then proper follow up in outpatient department. So, our project will help us in better management.

Aim

To deliver medications of CAH patients at their door step so that we can reduce the burden of visiting parents

for medicine each time. It will also improve medication compliance and strengthen the medication

persistence.

Updates as of June 2020

group during past 2 months with team (layout designer and content editor)

Pakistan
Dr Hassana Nadeem
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Lack of awareness of public, government (national and local), and practitioners about the importance of

T1D, its principal management, and how complications prevention will decrease disease-related death as

part of non-communicable diseases (NCDs).

Lack of adequate insulin distribution to primary and secondary healthcare facilities due to policy, socio-

economic, and geographical characteristics of Indonesia. 

Limitation of insulin prescription for T1D patients by national insurance regulation. T1D patients could only

be prescribed insulin for one month, requiring them to visit hospital every month (with complexity of

referral system, financial consequences such as more expenses, long queuing in outpatient clinic, etc)

Hesitancy from practitioners to use insulin due to lack of knowledge about insulin initiation, fear of insulin

complications (e.g. hypoglycaemia, etc). 

Lack of knowledge of patients and families about T1D management, which lead to lower compliance and

higher risk of complications.

Project Summary

Management of type 1 diabetes (T1D) is still becoming major challenge in Indonesia. There are still many

children and adolescents with T1D were diagnosed with diabetic ketoacidosis (DKA) at presentation. Real

incidence in population is unknown; data regarding complications are unavailable. 

There are many factors, which are thought to be contributing to the challenges, such as: 

As paediatrician, it is important to take action not only in clinical settings, but also in community level.

Therefore, we plan to organise project targeting not only paediatricians themselves as care providers, but also

patients and families. We expect that the projects would be inline with CLAN’s pillars, such as affordable

access to medication and medical equipment; education, research, and advocacy; optimisation of medical

management.

Well-established patient support group, as one of our strengths, will be also actively involved both as

participants and as collaborators. Involvement of community members will serve as trigger for bottom-up

change-making process to improve quality of T1D management nationwide. We also expect that these

projects could be great examples for other local organisations on how to collaborate with both care providers

and patients for better care of T1D in children and adolescents in Asia Pacific Region. We have also had

existing mobile health app, which are valuable both for paediatricians and patients, particularly in screening,

monitoring, education, etc. We believe that developing technology in health, particularly in strengthening

national registry and educational platform for patients and families would be a great investment for future

child health, especially in T1D care and management.

Aim

This project aims to improve overall quality of T1D care management 

by involving all important stakeholders, such as paediatricians (by assessing 

current knowledge, attitude, and behaviour towards. existing T1D management; 

reducing their hesitancy to start insulin therapy for those are indicated; 

identifying modifiable barriers related to insulin initiation; improving their 

practices in managing T1D) and patients and families (by performing education 

using newly established educational materials, group based session with families),  through optimising

current existing mobile health app as educational platform and integrating national registry system into

existing mobile PRIMA Apps (which are now used by majority of paediatricians and families).

Indonesia
Dr Ghaisani Fadiana
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C L A N  F U N D I N G

A C C OUNT A B I L I T E S

Governance Framework

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 NGOs;
ACFID (Australian Council For International Development) Code of Conduct; and
ACNC (Australian Charities and Not for Profit Commission).

United Nations Conventions on the Rights of the Child;
United Nations Millennium Development Goals;
The Sphere Project Humanitarian Charter; and
ACFID NGO Effectiveness Framework (June 2004).

In our work, CLAN proudly adheres to recognised national and international ethical practice
developed and informed by the following standards:

CLAN proudly aligns its work and professional practice in accordance with the following:

CLAN is an Incorporated Organisation (Inc) and our activities are guided by the Article of
Association (Constitution) approved by the New South Wales Department of Fair Trading
and underpinned by our Operations Manual. The activities that realise the achievement
of CLAN’s Strategic Framework for Action are determined and monitored by CLAN’s Core
Committee comprising Executive members and a variable number of general committee
members who are involved in project work for CLAN. Executive positions are voted on at
each Annual General Meeting as per the Constitution.

CLAN Annual General Meetings are held each year, and CLAN Association Committee meetings
every two months. The CLAN web-site and Annual Reports are two key mechanisms that are
used for disseminating reports on CLAN’s work.

Honesty – CLAN acts honestly and truthfully so that public trust is protected and donors and
beneficiaries are not misled;
Respect – CLAN acts with respect for the dignity of our organisation and with respect for the
dignity of partners, donors and beneficiaries;
Integrity – CLAN acts openly and with regard to our responsibility for public trust. We
disclose all actual, or potential conflicts of interest and avoid any appearance of ethical,
personal or professional misconduct;
Empathy – CLAN works in a way that promotes our purpose and encourages others to use
the same professional standards and engagement. CLAN values individual privacy, freedom
of choice, and diversity in all its forms; and
Transparency – CLAN reports transparently about the work we do, the way donations are
managed and disbursed, and cost and expenses in an accurate and clear manner.

Ethical fundraising is vital to the Not-For-Profit and charitable sector if it
is to provide its community and support base with confidence for its cause. The application
of ethics in fundraising practice provides CLAN with the means to enter into ongoing
relationships of trust with donors, supporters, volunteers and importantly, also with the
beneficiaries of funds raised. CLAN seeks to establish and maintain high standards of ethics
amongst its members, staff and volunteers. CLAN’s ethical principles are:
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Finance Pages 7 & 8 Combined
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