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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.

As we reflect on the year gone past, and plan for the years ahead,

there are two recurring themes that resonate again and again: the

power of community development and the critical importance of

partnerships.

 

Since our earliest days, working with the Congenital Adrenal

Hyperplasia (CAH) Community in Vietnam in 2004, CLAN has

focused our strategies and activities according to the priorities

and needs of the communities of children and families we serve.

Over the years, the location and nature of the communities we

have had the privilege of working with has changed dramatically,

and we have been blessed to meet and work with an incredibly

diverse array of partners, supporters, organisations and passionate

volunteers, all committed to driving change for children living with

chronic health conditions around the world.

 

Amongst all this change - from Asia to Africa, CAH to Nodding

Syndrome – CLAN’s strategic framework for action and five pillars

have remained steadfast constants, and informed our entire body

of work to date. We are grateful to the many partners who have

travelled the journey with us – literally and figuratively! – and

acknowledge nothing would have been possible had it not been

for the kindness and generosity of so many, for so long.

 

As we move forward, CLAN will continue to focus on community

development and partnerships, and ensure they remain at the

heart of all that CLAN does. Thank you to all those who feature in

our Annual Report for 2017-18 and we look forward to many more

years of partnership for the benefit of the communities with whom

we have, do and will collaborate.



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

 

CLAN (Caring & Living As Neighbours) was founded in Australia in 2004 in response to stories in Australian and

American Congenital Adrenal Hyperplasia (CAH) support group newsletters that outlined the shocking global

inequity that existed for children living with CAH.

 

While a child living with CAH in Australia and other high income countries could expect a high quality of life,

children in lower and middle income countries were dying and suffering unspeakable disability.

 

Early success helping improve quality of life and reduce mortality for children living with CAH in Vietnam led to

requests for assistance from health professionals and families to help children with CAH in the Philippines,

Indonesia and later Pakistan.

 

In 2007, CLAN was invited to help transfer their learnings from CAH to benefit children living with Diabetes in

Vietnam, followed by Autism, Nephrotic Syndrome, Osteogenesis Imperfecta and Duchenne Muscular Dystrophy.

CLAN’s Strategic Framework for Action, founded on a right’s based, community development approach, and a

focus on five key pillars, was instrumental to CLAN’s success.

 

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 - Joseph Hansen

Secretary - Marilyn Hansen

Public Officer - Julia Ridulfo



STRATEGIC 
FRAMEWORK 
FOR ACTION
We are all RESPONSIBLE!

 

We believe in working together to effect change on a global scale for children

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

children and families themselves are virtually powerless to effect change

without the help of their neighbours, friends, health care professionals and

concerned global citizens.

 

We take a rights-based, grassroots community development approach,

informed by a strategic framework for action with five 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. 

 

CLAN is 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 align our work and professional practice 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 2017-2018 to Rose Rodas.

Rose has been an avid supporter of CLAN since 2012 when CLAN was establishing NCD Child.

 

Rose was first introduced to CLAN through a colleague at the Harvard Global Equity Initiative, which would

become a founding member of the coalition that would soon become NCD Child. Upon the completion of her

Masters’ in Public Health Rose was actively searching for an opportunity to apply her acquired skills. Rose has

a history of working with vulnerable populations in the Asia-Pacific region where she witnessed first-hand the

rapid rate of growing socioeconomic inequality of NCD risks and NCD prevalence, especially among children

and adolescents. Seeing how important prevention is, Rose was motivated to collaborate with organisations

that focused on early, equitable and collective actions to reduce premature mortality related to NCDs.

 

Rose stated, “CLAN’s five pillars and framework for action really caught my attention because it is a

comprehensive and sustainable framework anchored in community development, knowledge translation, and

a rights-based community centred approach. The pillars reflected my own values and passion for empowering

communities to become agents of change”.

 

 

 

 

 

 

 

 

 

 

 

 

 

In 2012, Rose joined CLAN’s team as a project officer for NCD Child. She worked alongside CLAN’s leadership

team to develop NCD Child’s organisational structure, strategic plans, website, social media presence and e-

newsletters. In addition to her work with NCD Child, Rose assisted on a number of CLAN projects including our

new website and social media content, the development of rights-based flyers, the submission of two DFAT

Australian Award programs (2015 and 2016), and the management of the 2015 DFAT Australian Award

program.

 

Adding onto her already impressive CV, Rose will start her training to become a registered Douala with a

focus on increasing access to prenatal, birthing and postpartum care for people living with visible and

invisible vulnerabilities.

 

We are so grateful to have dedicated supporters like Rose and would like to thank her for

the incredible support throughout the years. Thank you for all you have done and best of luck in all your future

endeavours!



NCD COMMUNITY
DEVELOPMENT IN ACTION 
On 23 November 2017, friends, families and patients of the National Institute of Child Health (NICH)

gathered alongside members of the Akram Foundation to observe World Diabetes Day.

 

The brilliant day was made extra special by the attendance of Cricket World Cup winner and founder of the

Akram Foundation, Wasim Akram. His wife Shaniera and several members of the foundation accompanied him on

his visit to NICH. World Diabetes Day is a significant day for Akram who was diagnosed with type 1 diabetes at the

age of 29.

 

Akram spent the day making rounds at the hospital encouraging patients and families and reminding them to

never lose hope. He spoke of his life living with diabetes, providing insight on management. The event was

significant as it exposed Akram and foundation members to the younger population of individuals living with

diabetes in Pakistan. Patients living with diabetes that are registered at the NICH receive insulin at no cost. At

this moment, the NICH is the only hospital in Karachi that is offering holistic care from a diabetes team (including

an educator, dietician and paediatric endocrinologist) and critical care as needed in a dedicated diabetes ward.

 

On World Diabetes Day 2017 the team at NICH proudly shared an initial template of our latest collaborative

project, the translation of Geoff Ambler and Fergus Cameron’s book on Diabetes into the Urdu language. This

exciting project was initiated by CLAN in 2015, and it is hoped the final translation will ultimately support Urdu-

speaking children and families not only in Pakistan but also Australia and other countries around the world. The

book is comprehensive and contains information about the management of Type 1 Diabetes. Current efforts are

focused on finalizing and printing the book so it can be made freely available to all families when they visit NICH

for their check-ups.

 

In his address to families on the day, Prof. Jamal Raza (Director of NICH) shared updates on the measures NICH is

taking for the future. The hospital is very proud of the new electronic diabetes register now in use, and optimistic

it will assist efforts to improve care and promote research and other initiatives to help those living with diabetes

in Pakistan.

 

Another highlight of the day was the outdoor entertainment conducted by volunteers from the Grammar School in

Karachi. Various stalls were set up for dietary counselling, education sessions on injection techniques, free

screenings for blood glucose levels and fun games for the children. Attendees also received a diabetes friendly

lunch. The NICH distributed goody bags including glucometers and strips along with information on how to use

them.

 

World Diabetes Day 2017 was a great opportunity to support the children and families attending NICH for

diabetes care, and inspire all young people living with diabetes in Pakistan that life is full of exciting possibilities

and they are not alone in their journey!

http://www.ncdchild.org/


NODDING SYNDROME IN
UGANDA
The Nodding Syndrome Community (NoS) in Uganda was introduced to

CLAN in August 2017 by Dr Andrew Twineamatsiko. While completing his

studies, Andrew was introduced to a rural and remote community in

Northern Uganda. The community had limited access to medicine and

medical care and was struck with Nodding Syndrome. It became clear to

Andrew that children were experiencing intense pain along with

malnutrition, lack of medical care, and were plagued with the stigma

associated with their low economic status. Dr Twineamatsiko reached

out to CLAN in hopes of learning how to help communities of children

affected by chronic illness. Soon after the first conversation, CLAN knew

they had to do all they could to help the NoS community.

 

The NoS community in Uganda has been under the guidance of Dr

Twineamatsiko and CLAN’s Strategic Framework for Action approach.

With the help of CLAN, Dr Twineamatsiko set both short- and long-term

targets for each one of CLAN’s pillars. Most importantly, CLAN and

Andrew aimed at creating a stable and empowering support group

comprised of families affected by NoS.

           

The first NoS support group has been established with 16 families

regularly meeting.  Together they have established a financial savings

group in hopes of boosting their incomes. Under Andrew’s leadership his

team trained and educated health workers and medical students about

NoS to help demystify the condition and reduce the stigma.  They were

encouraged to engage in research about the condition and the

similarities to Epilepsy. Through advocacy, the government of Uganda

was motivated to release funds to support Nodding Syndrome as well as

re-opening the treatment centre.

           

Since January 2018 Dr Twineamatsiko has revised the project aims to

increase scope and support more communities. The support group that

has been established will be a role model for other NoS affected

families.



Life for a Child

The Life for a Child (LFAC) Program is an organisation that supports 18,000

children and young people with type 1 diabetes up to the age of 26 years

in 41 countries, with insulin, test strips, HbA1c machines and cartridges,

technical advice and education.

 

CLAN and LFAC have enjoyed a warm collaborative partnership over the

last 7-8 years, sharing ideas, advocating for children and young people

with diabetes, and coming together to conduct education workshops for

health professionals in Vietnam and Pakistan where both organisations

have a presence.

 

Le-High University

Nadine is a senior at Lehigh University in Bethlehem, Pennsylvania in the

United States. She is a double-major in Public Health and Political Science

with a dual minor concentration in Sustainable Development and

Environmental Studies. Lehigh University founded the United Nations NGO

Youth Representative program that has since expanded worldwide. She

has been on board as a youth representative with CLAN since July 2016.

 Nadine is the first CLAN Youth Representative to serve at the United

Nations (UN) in Geneva Switzerland during April and May 2018.  Nadine

said of her time at the UN, “this presents a great opportunity for future

youth representatives to become active and visible outside of UNHQ in

New York which only furthers the ever-strengthening youth engagement

agenda.”

 

In Geneva nadine attended the 71st World Healht Assembly (WHA) where

she identified two major themes - Universal health coverage and non-

communicable diseases, with an encouraging amount of dialogue

surrounding access to medicines.

 

NSW Police Legacy

Since 2016, CLAN has enjoyed a close relationship with NSW Police

Legacy, a not for profit that cares for the families of deceased police

officers in NSW. Originally connected through CLAN’s Vice President, Cath

Cole who is a former Director of NSW Police Legacy, the relationship was

strengthened through CLAN’s Public Officer Julia Ridulfo and long-

standing intern and Communications Officer Stephanie Carde who both

work at NSW Police Legacy.

 

CLAN has enjoyed sharing office space and the facilities for Association

Meetings and the Annual General Meeting and thanks NSW Police Legacy

for their generosity and collaboration.

 

 

PARTNERSHIPS



The CLAN donor community is at the heart of what we do. We acknowledge and express our gratitude and

appreciation to all of our supporters who enable us to achieve numerous significant and global outcomes. 

 

We rely on the generous support of our donor community to continue improving the quality of life of children and

families with chronic health conditions in resource poor countries. Through regular and one-off donations,

fundraising events, corporate sponsorships and government grants, donors have funded many projects to give a

voice to the children and families living with debilitating chronic health conditions.

 

We ensure that our relationship with our donor community is built on trust, transparency and is ethical in every

sense of the word.  We seek to establish and maintain high standards of ethics amongst our members, staff and

volunteers by adhering to the following ethical principles:

·         Honesty

·         Respect

·         Integrity

·         Empathy

·         Transparency

 

Please help us to improve the quality of life for children living with chronic health conditions in countries where

access to affordable medicine and quality healthcare isn’t available. Where the chronic condition they have is

often misdiagnosed, misunderstood, or hidden under layers of cultural stigma. Where existing health systems

aren’t able to provide the quality of care the child deserves.

Every child has the right to good health care.

 

Please donate today.

www.clanchildhealth.org/donate

FUNDING




































