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provides guidance and support that strengthens the ethical and transparent

management of CLAN’s activities to improve the health and wellbeing of

children and young people living with NCDs and other chronic health conditions

in resource poor communities, be they in Australia or abroad. 

CLAN seeks to ensure all we do is ethical, transparent, and underpinned by

integrity. Should there be a time when we are not seen to be acting in this way, a

complaint can be lodged with the President of CLAN or the CLAN Executive

Committee in accordance with our Complaint Management Policy. 

Should there ever be a time when CLAN is not seen to be acting in accordance

with the ACFID Code of Conduct to which we are signatory, contact can be

made with the ACFID Code of Conduct Committee at

http://www.acfid.asn.au/code-of-conduct/complaints. 
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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 innovative network 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. 

CLAN’s model is built around five pillars of action:

 Affordable access to essential medicines and equipment1.

 Education (of patients, families, health care workers, government bodies,

policy makers and the international community), Research, and Advocacy

2.

 Optimal medical management (with a focus on preventive and holistic care)3.

 Encouragement of family support groups4.

 Promoting financial independence and reducing the financial burdens on

families that lead to poverty. 

5.

A b o u t  U s
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What is CLAN? 

Caring & Living As Neighbours (CLAN) is an Australian 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 (ATO) as a Deductible Gift Recipient (DGR).

CLAN’s Vision is that all children living with chronic health conditions in
resource-poor countries of the world will enjoy a quality of life equivalent to
that of their neighbours' children in higher-income countries.



C L A N ’ s  S t r a t e g i c  F r a m e w o r k  f o r  A c t i o n

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.
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P r e s i d e n t ’ s  R e p o r t

As we approach our 20th year, it’s an important time to reflect not just on the year that has been,

but also the road ahead, and the direction in which we seek to travel.

CLAN’s 2023-2030 Strategic Plan has set us three key objectives: 

to establish and support the @MATES4Kids Movement so that it can achieve its goal of reducing

the preventable mortality associated with CAH by 30% by 2030

to promote implementation of CLAN’s Strategic Framework for Action and

to advocate for inclusion of a focus on children and young people who are living with and at risk

of NCDs in the post-2030 development agenda

With this in mind, there is no doubt 2022- 2023 has been a very successful period. @MATES4Kids is

now firmly established as an internationally recognised entity promoting collaborative action to

reduce the preventable mortality associated with CAH. Encouraged by early wins (with donations of

medicines to Zimbabwe, Ukraine and more recently Sri Lanka); emboldened by the Briefing Paper

presented to WHO (Feb 2022) and guided by three clear objectives (to improve access to medicines,

strengthen CAH communities and scale Newborn Screening), @MATES4Kids held our first hybrid

meeting at the IMPE (International Meeting for Pediatric Endocrinology) in Buenos Aires in March

2023. With participants from around the world (including paediatric endocrinologists, CAH

Community members and PAHO (Pan American Health Organisation) representatives), the

@MATES4Kids network agreed on future ways of working collaboratively to achieve our old goals. 

Since meeting in Buenos Aires, @MATES4Kids has continued hosting quarterly Community of

Practice meetings; co-hosted a parallel event at the UN CSW67 in New York; participated in the

2023 UN Science Summit; presented written and oral statements at the UN High Level Political

Forum and International Day for Women and Girls in Science respectively; and established a

Community of Practice on the WHO’s Knowledge Action Portal for NCDs. It’s been a busy year, and

our inaugural @MATES4Kids Activity Report (now available on the KAP) is definitely a celebration

of what’s possible when everyone works together.

On that note, it’s vital that CLAN acknowledges the many partners, volunteers and friends who

make all of this possible. We are so grateful to our many donors and sponsors, and thank them for

their belief in CLAN. We also welcome our new partners, Great Cherry, and are excited about the

great things we will achieve together in the future!

Young people continue to be at the forefront of the work of CLAN. We have been extremely

fortunate to have some wonderful DFAT New Colombo Plan Scholars volunteer for us in the Asia

Pacific Region; our Lehigh UN Youth Representatives continue to assist us with our engagement in

UN processes and events; and our team of Youth Advisors continue to build our capacity as a not-

for-profit, non-government organisation. Together, we are supporting partners in a range of

countries to implement CLAN’s framework and five pillars, and scale rights-based, community

development initiatives to optimise quality of life for children living with chronic health conditions.

We are grateful to everyone for their generous contributions. Looking ahead, there is so much to

look forward to. Whilst we are on a tight timeline – 2030 is just around the corner – we are

confident that our collective advocacy and action can and will continue to make a difference.

Together we can #LeaveNoChildBehind.
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C o m m i t t e e  M e m b e r s

Founder and President – Dr Kate Armstrong
Kate is the President of CLAN, co-founding the organisation in 2004. Kate is a

Public Health Physician and committed to equity for children and young

people who are living with chronic health conditions in vulnerable

circumstances. Her public health thesis focused on nephrotic syndrome in

Vietnam. Kate is married to the co-founder of CLAN, Dave Hansen and lives in

Sydney, Australia. 

Vice President - Cath Cole 
Cath is the Vice President of CLAN. She has enjoyed a long career in

government and has developed skills in several areas including policy

development, project management, program development, development and

delivery of education and training, and preparation of foundational

documents such as strategic and business plans. 

Inspired by the work of CLAN, Cath was the Secretary from the time CLAN

was incorporated as an independent Association through the Department of

Fair Trading for four years and since 2011 has been active in the role of Vice

President supporting and promoting the work of CLAN. 

Treasurer – Joseph Hansen 
Joe was appointed Treasurer in 2018, having volunteered for CLAN over

many years, most notably travelling with our team to Vietnam, Fiji, and the

Phillipines to meet with some of the communities we work with. Joe has

completed a Bachelor of Commerce and is currently undertaking his

Chartered Accountants qualification while working at a Big Four accounting

firm. Joe enjoys playing Cricket and Australian Rules Football in his free time. 

Secretary – Marilyn Hansen 
Marilyn has been acting as the Secretary for CLAN for many years, involved in

the vital aspects of maintaining CLAN’s administration and compliance with

oversight bodies. Marilyn views her work as supporting governance to allow

other members to plan and implement CLAN’s mission and strategic

framework. Marilyn has previously worked in Early Childhood teaching,

continuing her teaching career predominantly in High School settings. She

was then appointed as Associate Education Director for the private school

system in New South Wales. Marilyn’s extensive career in this sphere has

shaped her extraordinary abilities in supporting CLAN to this day. 

 

Public Officer – Dr Laura Colenbrander
Laura is the most recent addition to the committee team, having been

appointed in 2022 as Public Officer. Laura is a doctor currently training in

psychiatry, a field she is passionate about. Outside of work, Laura particularly

enjoys travel and netball. Laura has loved supporting CLAN through some

editorial work.
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O r d i n a r y  M e m b e r s

Maria Craig 

Maria Craig’s major research interest lies in childhood diabetes, including

studies focused on the prediction and prevention of Type 1 Diabetes. Maria is

increasingly concerned about the association between viruses and Type 1

Diabetes, a shared area of interest which is identifiable in her collaboration

with the Virology Research Group. She is the principal investigator for the

CoRD trial, a world first Phase 1 study, utilising autologous cord blood for the

prevention of Type 1 Diabetes in children with islet autoimmunity. Maria is the

Medical Director for the Australasian Diabetes Data Network and the

President-Elect of the Asia Pacific Paediatric Endocrine Society (APPES).

H o n o r a r y  M e m b e r :  A n g i e  M i d d l e h u r s t

Angie Middlehurst is one of CLAN’s Ordinary Members, and this year we

are proud to award her Honorary Membership also.

Angie is a passionate advocate for global insulin and diabetes supplies

access, management of diabetes at school, diabetes camps and supporting

the transition from paediatric to adult care for children and young people

with Type 1 Diabetes. Angie’s background lies in General and Paediatric

Nursing, where she has been involved in efforts to support the community

impacted by childhood Diabetes for 26 years. Angie played a vital role as

Deputy Manager and Education Director for the Life of a Child (LFC), a

program based at Diabetes NSW in Sydney, Australia from 2011-2018. 

Though now semi-retired, Angie continues to engage her essential knowledge and exposure to the
issues of diabetes through volunteer work, including here a Caring and Living as Neighbours
(CLAN). Her generous and giving nature also continues to extend to others through her volunteer
with for a range of global diabetes organisations: International Society for Paediatric & Adolescent
Diabetes (ISPAD), Life For a Child (LFAC),  International Diabetes Federation (IDF),  Insulin for Life
Global (IFL),  Juvenile Diabetes Foundation of Australia (JDRF),  PenPals United USA (PPU) and
DiAthelete. This year,  Angie was the nominated mentor for the APPES-CLAN Grant Programmes
undertaken. Notably,  Angie has recently been awarded the IPSAD Lestradet award for Education
and Advocacy, which is to be announced at the IPSAD virtual meeting in October 2021.

Angie Middlehurst has been a long-time friend and supporter to CLAN’s work. Initially supporting
our efforts for children living with Type 1 Diabetes (during her time with Children’s Hospital
Westmead as a Diabetes Nurse Educator,  first with Children’s Hospital Westmead and later Life
For A Child),  Angie has travelled with CLAN’s team to attend Diabetes Club Meetings in Vietnam
and Pakistan. In more recent years Angie has been an invaluable member of CLAN’s Working
Committee, attending meetings,  mentoring projects internationally and providing technical advice
to our in-country project officers.  CLAN thanks Angie most sincerely for her invaluable
contributions over many years.
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G u i d i n g  P r i n c i p l e s

CLAN’s guiding principles inform all of our activities and initiatives. Such values related to CLAN's

work include:

Children first  – children and young people living with chronic health conditions will always be the

central focus of all that CLAN does.

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. 

Equity  - commitment to health for all, and the concept that every child living with NCDs might have

everything they need to enjoy the highest quality of life possible. In many instances, this will require

action that privileges those living in the most vulnerable circumstances. 
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Community of Practice Meeting
The foundation of the @MATES4Kids mission relies on developing a Community of Practice (CoP),

defined by Etienne Wegner as a “group of people who share a concern or a passion for something they

do and learn how to do it better as they interact regularly.” The new CoP will bring together a broad

range of stakeholders from around the world. @MATES4Kids recognises the World Health

Organisation's (WHO) 6 regions – Africa (AFR), Americas (AMR), Eastern Mediterranean (EMR), Europe

(EUR), Southeast Asia (SEA), Western Pacific (WPR) – and will call upon champions from each region to

facilitate and scale action locally. More broadly, the CoP will foster seamless collaboration and regular

dialogue between a global network of stakeholders to drive practical action. The CoP has committed to

meeting quarterly (3 regions reporting each quarter to enable each region to report twice a year) with

monthly check-ins. CLAN is proud to share that the first @MATES4Kids CoP meeting was a huge

success, with inspiring presentations from colleagues in Colombia, Brazil, Germany, Zimababwe, and

Sudan (representing the AMR, EUR, and AFR regions) who shared about their progress, pearls

(strengths), priorities, and partners. For instance, the tangible actions being taken as a result of

@MATES4Kids coordination can be exemplified by Dr. Paola Duran’s achievement of 97.5% response

rate on the CLAN snapshot survey in Colombia, as well as her work on a recently developed GPED

survey on access to medicines that has already been distributed between Mexico, Argentina, Bolivia,

and Colombia. 

@ M A T E S 4 K i d s
M a x i m i s i n g  A c c e s s  t o  E s s e n t i a l  S u p p l i e s  f o r  C h i l d r e n
ht tp s : / /www.mate s4k id s . o r g /
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CLAN is currently serving as the secretariat for
@MATES4Kids (Maximising Access To
Essential Supplies for Children)– a coalition of
like-minded organisations and individuals
committed to collaborative action aimed at
identifying, implementing, monitoring and
sharing practical solutions to reduce the
preventable mortality associated with
childhood non-communicable diseases (NCDs) 
 in resource poor settings. With an initial focus on Congenital Adrenal Hyperplasia (CAH), the most common
adrenal condition of childhood, @MATES4Kids is seeking to leverage achievements by the childhood cancer
and Type 1 diabetes communities to achieve the goal of reducing the preventable mortality associated with
CAH by 30% by 2030. This mission focuses on targeting three key areas: improving access to essential
medicines, strengthening community development and scaling newborn screening (NBS). 



IMPE: International Meeting of Pediatric Encocrinology

@MATES4Kids truly gained momentum following the 11th International Meeting of

Pediatric Encocrinology (IMPE) on March 4, 2023. @MATES4Kids hosted a hybrid

event, “Strategic Planning Meeting: Practical steps to improve access to essential

CAH medicines,” which focused on bringing key stakeholders together to inform a

course of collaborative action through sharing successes and challenges. With 16

attendees in-person and many others online, seeking endorsement on proposed next

steps emerged as a key objective. The meeting included an overview of the

@MATES4Kids movement, presentations from partner organizations (International

Commission of Pediatric Endocrinology, Global Pediatric Endocrinology and Diabetes,

and the Pan-American Health Organization) updates from pediatric endocrinologists

across the globe, and a general discussion among attendees to map what is next for

@MATES4Kids. 
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Meeting delegates at the Global
Paediatric Endocrinology and Diabetes

(GPED) Stall



The first face-to-face @MATES4Kids Working Group meeting was held in Buenos Aires on 4 March 2023.
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The event, as well as CLAN’s presence at the conference, garnered an outpouring
of support for @MATES4Kids and generated interest in participating from pediatric
endocrinologists across the globe. Since the IMPE meeting, the coalition has
steadily added passionate health professionals to the network and built capacity
for long-term, multisectoral collaboration.
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In 2022 CLAN received a request from paediatric endocrinologists in Sri Lanka

for assistance securing access to hydrocortisone and fludrocortisone tablets for

the 200+ children living with CAH in their country. The financial crisis in Sri

Lanka was threatening access to affordable essential medicines, and families

living in the most disadvantages circumstances were particularly vulnerable.

 With thanks to the CAH Community of Germany and Binden Pharma in Pakistan

(manufacturers of high quality, affordable hydrocortisone and fludrocortisone

tablets), CLAN was able to courier a one year supply of enough medicine to treat

at least 30% of all children with CAH in Sri Lanka for a 12 month period. The

medicines arrived safely in Sri Lanka in March 2023, and doctors in Sri Lanka

have been distributing the medicines to those children and families in greatest

need. Sincere thanks to all involved in making this wonderful international

collaboration possible!
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Sri Lanka 



Emma Santini - Project Support Officer 
Since completing her internship with CLAN, Emma Santini has continued
to work with CLAN by supporting @MATES4Kids as Project Support
Officer. In her new position, she is grateful to play an active role in the
establishment of this exciting initiative and support the coalition as it
grows and evolves. While she frequently contributes to strategic
planning, risk assessment procedures, and meeting preparation, her
responsibilities also largely focus on the organization and management
of the @MATES4Kids Community of Practice on the WHO Knowledge
Action Portal. She works directly with WHO to develop the online
platform so it may become the best possible home for long-term
multistakeholder collaboration. Emma shares that she is inspired by the
efforts of doctors and CAH community members who are coming
together from across the globe to truly make a difference in the lives of
children everywhere. She is humbled by the opportunity to create a
space for these changemakers that facilitates such impactful discourse
and exchange of information. 
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Members of the @MATES4Kids Secretariat  



Knowledge Action Portal
@MATES4Kids uses the WHO Knowledge Action Portal (KAP) on NCDs as the primary
platform for connecting the CoP. According to WHO, the KAP is defined as a
“knowledge sharing and community platform dedicated to enhancing NCD prevention
and control through multisectoral and multistakeholder collaboration.” The
@MATES4Kids CoP page on the KAP houses a variety of functions. It is a space to
easily read up on the coalition’s mission and access supporting documents. Through
noticeboard posts, community members can share resources, make announcements,
spotlight important updates, and provide other valuable insights to the group. This
section of the KAP will ultimately help highlight success stories and motivate members
of the CoP by celebrating each and every accomplishment. Where there are topics that
require discourse, and help is needed to overcome a hurdle or clarify an uncertainty,
the discussion page will facilitate conversation among members allowing them to post
their thoughts and leave comments. Overall, members can turn to the KAP for the
@MATES4Kids CoP’s updates, resources, announcements, and achievements, making it
an important resource that is currently being expanded and scaled. 
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I am privileged yet again to share the successes and
achievements of CLAN Child Health Africa over the last year.
We have indeed learnt and expanded on our partnerships
and impact within the region adding an extra Country of
operation-Burundi.

Uganda continues to implement activities that improve the
livelihood and health of Children living with Epilepsy.
Currently the support group has established stronger links
with the healthcare workers with an added commitment of a
Paediatrician and the Paediatric Neurologist. This will

 improve quality care offered in this system. The leadership team will be focusing on the Advocacy pillar
in the next year with a planned stakeholder engagement for all involved in care of children living with
Epilepsy including the families and caretakers.

The Zimbabwe team has grown into a stronger CAH community with active involvement in the CAH
Community of Practice and the availability of the previously donated medicines has played a strong role
in the access to medicines pillar.

The last year also saw us visit Burundi and launch a community support group for Children living with
Type-1 diabetes. The relationship between the Burundi NCD Alliance and the project team will further
propagate the efforts of strengthening the established support group. Efforts are also underway to
improve on the education of both community members and health workers towards improving health and
care.

We are still deeply committed to continue supporting all communities in the region to ensure that all
Children access proper care and all their rights using the Rights-based community approach.
Special thanks to the CLAN team; locally and in Australia, all our in-country partners, the health workers
as well as the patient groups we work with to achieve success.

To all partners and stakeholders who continue to support our efforts and reach in the region, we
appreciate you all and look forward to another amazing journey in this coming year.

Dr Andrew Twineamatsiko
Community Development Officer

CLAN Community Development Officer - Dr Andrew Twineamatsiko

C L A N  A f r i c a
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In 2023 Child and Youth Care has been influential in making CAH community access

fludrocortisone and hydrocortisone medication for free at Sally Mugabe Children’s Hospital.

In 2023, the organization has helped families in accessing CAH medications for free at Sally

Mugabe Children’s Hospital. CYC has worked closely with other partners in making a

difference for the CAH community for instance having a wonderful long-term partnership

with doctors has improved the quality of care. Through regular meetings with staff from CYC

Zimbabwe and Sally Mugabe Children’s Hospital a call for workplan on how to improve the

quality of life of CAH community was drafted. CLANs donation of fludrocortisone and

hydrocortisone medications in April 2022 have continued to be a great source for the

community through 2023.

In commemorating CAH awareness month, CYC shared a broad range of existing educational

material that could be shared with families. The campaign was targeted towards community

building and raising awareness of CAH more broadly in Zimbabwe. In addition, using social

media, CYC used WhatsApp group where the organisation hosted CAH experts that is the

pediatrician, psychiatrist, and mental health counselor. These medical experts enlightened all

our group members including CAH community members with essential information of CAH

condition in two of our local languages. 

This year 2023, the organization has partnered with Zimbabwe Medical Students Association

who runs a program rare diseases initiative in raising awareness on CAH on their own

platforms using slide shows and power point presentations to school each other.

C L A N  C h i l d  H e a l t h  A f r i c a

T h e  C A H  C o m m u n i t y  o f  Z i m b a b w e
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The use of support groups is another way of supporting CAH communities as it
allows sharing of ideas and knowledge among members thereby building
relationships. CYC made significant efforts in forming CAH family support
groups that consist of CAH families. With the formation of family support
groups, it can be noted that CAH families managed to make connections and
relationships that help in minimising harm caused by isolation and stigma.
Meetings are currently being combine with other families living with rare
diseases.

CYC managed to form a group where CAH families are being trained in
entrepreneurship so that they can sustain themselves. So far 4 of our CAH
families have been selected to be part of the poultry project which is starting
early this month of July 2023. The poultry project is meant to economically
capacitate CAH families so that they can sustain themselves thereby doing away
with donor dependency syndrome. This project will also fund the medical fund
which is currently struggling.



CLAN Child Health Africa was proud to partner with the Burundi NCD Alliance

(BNCDA) to support community development initiatives with and for children and

families living with Type 1 Diabetes (T1D) in Burundi. Access to medicines and

equipment have been generously supported by Life For A Child, so CLAN’s

collaborative efforts with local partners in Burundi have largely focused on efforts to

help the community grow stronger. Initiatives to date have included T1D community

meetings and educational sessions, as well as a formal health needs assessment to

inform a stronger understanding of the challenges experienced by children and

families. There are currently no paediatric endocrinologists in Burundi, so another

key priority has been to support local health professionals to engage in international

paediatric endocrinology training opportunities. Throughout the 2023 financial year,

CLAN provided funding to the Diabetes community in Burundi to undertake a range of

activities, in partnership with the Burundi NCD Alliance. 

In April 2023, an breakfast meetings occurred with the MoH/NCD unit to organise a

high-level advocacy meeting with children living with T1D, their parents, members of

the MoH, the BNCDA and other members of the civil society. The aim of this meeting

was to share children’s stories about their struggles with T1D including difficulties

with education, societal stigma, financial hardship, and lack of access to other

monitoring medical equipment. 

High-level meeting with children living with T1D, their parents, members of the MoH, members of
the BNCDA and other civil society members.

T h e  D i a b e t e s  C o m m u n i t y  o f  B u r u n d i
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In May 2023, the project team led by Damien Nkenguburundi, carried out regular

education and screening for children and other patients living with diabetes in May

2023, alongside Deogratias, T1D clubs, and the education club coordinator.

Throughout June 2023, the BNCDA team, Professor Barasukana and Professor

Francois conducted a training of local health care provided on T1D management

guidelines, during monitoring and evaluation activities.

20

BNCA team, Professor Barasukana and Professor Francois conducted a training of local
healthcare providers in Citiboke on T1D management guidelines.

Deogratias, T1D clubs and the education centre coordinator carried out education and
screening for adults and children living with diabetes in Citboke.



“Why is Wishbone Day Important? Because awareness makes a difference.” – Wishbone Day motto.

In May 2023, Wishbone Day celebrations with FOSTEO resumed for the first time since 2018.

Wishbone Day is an annual awareness-raising day for the international Osteogenesis Imperfecta (OI)

Community, and is celebrated every year on the 6th of May. On the 21st of May 2023, 28 families

gathered to celebrate Wishbone Day, with members of FOSTEO and the Indonesian OI Community

travelling from all over the Java Island to attend the RS Pondo Indah Hospital outdoor garden and

community playground. This event was supported by CLAN (Caring & Living As Neighbours) and

Yayasan Kesehtan Anak Global (YKAG). 

This event consisted of an educational seminar for parents, a Q&A session with special guests

Professor Aman Pulungan and Dr Dana Prihadi, a painting class for the children, and sharing session led

by six parents of children living with OI. The educational seminar focused on valuable knowledge

related to clinical aspects of OI, including holistic management, essential medicines, and tops for

enjoying a happy and healthy life with OI. This event was a great opportunity for families to learn more

about OI, share their experiences and motivate one another. At the event, families were provided with

educational booklets developed by YKAG and CLAN, which included CLAN’s OI Child-Friendly Rights

Flyer.

Celebrations of Wishbone Day are an opportunity to amplify the voices of OI communities across the

globe and join with them in celebration of the achievements of all people living with OI. Awareness of

OI in the wider community creates a dialogue throughout society, inviting others to get involved in

driving practical change for people living with OI so we all enjoy our basic human rights of life to

health, happiness and wellbeing. 

To learn more about the FOSTEO’s 2023 Wishbone Day Event, you can access the full report written by

CLAN Intern Téa La on CLANs website through this link -

https://www.clanchildhealth.org/uploads/8/3/3/6/83366650/fosteo_wbd_2023_celebrations_final.pdf.

I n d o n e s i a

W i s h b o n e  D a y  2 0 2 3
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CLAN, KAHAKI and YKAG were thrilled to reach a total of 125 participants dialing in from 12
different provinces across Indonesia. Throughout the event, parents were actively engaged and
curious to know more about CAH. Parents asked an abundance of questions in the chat and
several attendees chose to participate with their video turned on. Furthermore, there was a
notably high volume of questions asked via the registration form prior to the event. Overall,
this group of parents displayed an inspiring resilience and strong commitment to better
understanding their child’s CAH diagnosis. CLAN feels incredibly proud to support this
community and looks forward to future collaboration. The CAH online event made history as
the first virtual CAH community meeting in Indonesia, demonstrating that despite the well-
known benefits of families coming together and interacting face-to-face, there are myriad new
opportunities offered by online formats waiting to be embraced and cultivated. 

Event organizers chose to conduct the meeting in the form of a seminar which allowed for
several important conversations surrounding CAH. Topics of focus included clinical aspects of
CAH, administering drugs to CAH patients at home, monitoring CAH in children and
adolescents, the importance of mental health support, efforts both domestically and abroad to
improve access to CAH medicine, and overall progress made in the field thus far. Speakers
included Vahira Waladhiyaputri as MC, KAHAKI leader Borneika Sharri, Executive Director of
the International Pediatric Association (IPA) and well-known pediatric endocrinologist Prof.
Aman Pulungan, pediatric endocrinologist Dr. Ghaisani Fadiana, and project support officer for
CLAN/Mates4Kids Emma Santini. 



In Indonesia, Komunitas Keluarga HAK Indonesia (KAHAKI) serves as the primary CAH family
support network, where members have been coming together since 2008 to foster close
connections with one another, share resources and knowledge, and ultimately improve the
circumstances for children living with CAH across the nation. 

CAH requires consistent long-term management. With proper management and care
provided, CAH patients live long, happy, and healthy lives. However, there are still many
parents, caretakers, and patients, who do not understand various aspects of the condition and
its treatment. This is why KAHAKI chose to partner with CLAN and Yayasan Kesehatan Anak
Global (YKAG), an Indonesian foundation created to improve child health, to plan a CAH
parenting class for the community. Meetings such as these are critical in promoting greater
knowledge, awareness, and confidence in managing CAH, while also providing an outlet for
families to interact with each other, as well as medical professionals. 

C A H  O n l i n e  E v e n t  
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Understanding the vast potential of CAH club meetings, event organizers focused on achieving

the following four goals:

Educate parents of CAH patients on how to properly manage their child’s condition and

promote the best possible health outcomes.

1.

Discuss the latest facts regarding CAH in Indonesia such as access to essential medicines

and newborn screening.

2.

Facilitate a space where families of CAH patients feel comfortable communicating with

each other and with medical professionals.

3.

Conduct CQI to respond to the CAH community’s ever-changing needs.4.



In the beautiful surroundings of Batu, Indonesia, the first of two Diabetes Camp in 2023
commenced with great success. From 24-25 June, 50 young people living with Type 1
Diabetes (T1D), along with 24 family members, all from IKADAR, the Indonesian diabetes
community, came together to participate in this important support and education event. The
tireless efforts of the Changing Diabetes in Children (CDiC) Indonesia team and local health
professionals afforded towards the great outcome. CLAN are incredibly honoured to have
young intern, Téa La, attend and closely observe the activities. Additionally, Téa worked with
the local health professionals to conduct a diabetes Health Needs Assessment (HNA), a vital
part in identifying the experiences, needs and priorities of families with children and young
people living with T1D. The Indonesian Pediatric Society (IPS) reported 1,249 children and
young people living with T1D in Indonesia between 2017 – 2019. It is predicted that the true
burden of T1D in Indonesia is underestimated, due to missed diagnoses and the urgent need
for increased awareness and education of families, health professionals and policy makers
alike. Through multisectoral collaborative efforts, such as the CDiC program, we can effect
real change for all children and optimise their quality of life. 

The Diabetes Camp was hosted at the Kusuma Agrowisata Resort & Convention Hotel,
utilising two spacious halls and the outdoor setting amidst nature. It was an opportunity for
the young people to have fun and gain valuable knowledge about managing their diabetes.
Through engaging games, they not only bonded with other young people but also learned
about essential aspects of diabetes self-management, including metabolic control, nutrition,
physical activity, and diabetes-related complications. While the young people engaged in
interactive diabetes-related games, their parents and guardians attended an education
workshop. Led by local paediatric endocrinologists, paediatricians, and nutritionists, the
workshop provided insights into diabetes management and the diabetes case in Indonesia.

I n d o n e s i a  D i a b e t e s  C a m p  2 0 2 3 :  B a t u ,  E a s t  J a v a
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Following a day full of education and activities,
everyone gathered over delicious food. This was
the perfect opportunity for young people, and
their families to mingle. The day ended with a
sharing session and motivation training, where a
sense of mutual support and understanding
could empower the community. The morning of
the final day at the camp was filled with outdoor
games and activities for the young people.
Tapping into their competitive spirits and
energetic selves there was even a unique
experience to harvest guava fruit. With no
diabetes-specific activities, the outdoor games
and guava harvest promoted physical activity
and further strengthened the bonds between the
young people.



In the lead up to the Diabetes Camp, Téa collaborated with community leaders Anita
Sabidi, Faith Amasowomwan, Elizabeth Pfiester, and Arif Novianto, and caring health
professionals Professor Aman Pulungan, Doctor Amelia Gassani and Angie Middlehurst to
create a Diabetes Newsletter. The newsletter was disseminated to participants at the
Diabetes Camp and the broader IKADAR network. The newsletter was developed as a tool
for communication, sharing of information, raising awareness of CLAN’s Strategic
Framework For Action, privileging the voices of the local and international diabetes
community, and encouraging active engagement. The newsletter was made available in the
Indonesian language, ensuring accessibility to all IKADAR members and relevant
stakeholders. The translation of materials is credited towards the efforts of Emma Santini
and Vahira Waladhiyaputri.

After the education workshop was held, a diabetes HNA was conducted in collaboration
with CLAN, parents, guardians, the CDiC team, IKADAR and local health professionals.
This HNA aims to highlight the unique insights of the challenges and burdens faced by
families with children and young people living with T1D in Indonesia. This is essential to
informing practical actions and collaborative approaches to redress inequities. Led by Téa
and Dr. Erlisa Devi, the parents and guardians participated in the survey. Data will be
analysed, and a report disseminated to all stakeholders in the coming months. The
Diabetes Camp 2023 in Batu, Indonesia, was a remarkable event for all who attended and
for Téa to observe. The dedication of the CDiC team, the commitment of health
professionals, and the enthusiasm of the participants came together to create a positive
experience for the children and young people living with T1D. CLAN are looking forward to
seeing and hearing future community events.
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R i g h t s  F l y e r s

CLAN is excited to share that two Child-Friendly Rights Flyers have been updated
over the past year. Téa La, Community Development Officer, developed the OI Child-
Friendly Rights Flyer in partnership with Jo Ragen, and in consultation with the
international OI community, to align the flyers with recent advocacy efforts. The OI
Child-Friendly Rights Flyers have been translated into Indonesian and Korean. This
OI Flyer was launched on Wishbone Day 2023. Grace Strik, Youth Advisor, has also
updated the CAH Child-Friendly Rights Flyer, and its release is anticipated late
2023. Child Friendly Rights Flyers support advocacy efforts and helps children and
young people understand their basic human rights as declared under the United
Nations Convention on the Rights of the Child. CLAN extends its thanks to the
passionate partners involved with the flyer who are committed to engaging in
collective advocacy efforts to highlight and protect the rights of every child.
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G r e a t  C h e r r y  -  H e l p i n g  C L A N  d o  g r e a t  w o r k !

T h i s  f i n a n c i a l  y e a r ,  C L A N  b e g a n  i t s  p a r t n e r s h i p  w i t h  G r e a t  C h e r r y ,  A u s t r a l i a ’ s  f i r s t
c h a m p i o n  o f  f i n e  r o b u s t a  c o f f e e  b e a n s ,  d e d i c a t e d  t o  r e - d e f i n i n g  t h e  c o n c e p t i o n  o f
V i e t n a m e s e  r o b u s t a  b e a n s .  G r e a t  C h e r r y ’ s  v i s i o n  f o c u s e s  o n  w h e r e  a n d  h o w  c a p a b i l i t i e s
c a n  b e  a p p l i e d  t o  c r e a t e  t h e  m o s t  v a l u e  f o r  o t h e r s  a n d  m a k e  e v e r y o n e  b e t t e r  o f f .

https://greatcherry.org 

G r e a t  C h e r r y  i s  c o m m i t t e d  t o  d o n a t i n g  a t  l e a s t  1 %  o f  s a l e s  t o  C L A N  t o  f a c i l i t a t e  a c c e s s  t o
c a r e ,  m e d i c a t i o n s  a n d  e q u i p m e n t  f o r  c h i l d r e n  l i v i n g  w i t h  c h r o n i c  h e a l t h  c o n d i t i o n s  i n
r e s o u r c e - p o o r  s e t t i n g s .

W i l l  a n d  T a m i ,  c o - f o u n d e r s  o f  G r e a t  C h e r r y ,  a r e  b o t h  o r i g i n a l l y  f r o m  V i e t n a m .  W i l l  c a m e  t o
A u s t r a l i a  t o  c o m p l e t e  h i s  M a s t e r s ,  a n d  w a s  i n v o l v e d  i n  a  s o c i a l l y  r e s p o n s i b l e  w i n e  c o m p a n y
w h i c h  s u p p o r t e d  a c c e s s  t o  c l e a n  d r i n k i n g  w a t e r .  I n s p i r e d  b y  t h e  k n o w l e d g e  t h a t  e v e n  s m a l l
c o n t r i b u t i o n s  a r e  g r e a t  d r i v e r s  o f  c h a n g e ,  W i l l  k n e w  h e  w a n t e d  t o  t r e a d  a  s i m i l a r  p a t h .
T a m i  i s  c u r r e n t l y  a  b a r i s t a  i n  S y d n e y ,  a n d  c a m e  t o  u n d e r s t a n d  t h a t  m a n y  A u s t r a l i a n s  h a d
n e v e r  t r i e d  q u a l i t y  V i e t n a m e s e  c o f f e e .  H a v i n g  c o m e  f r o m  f a m i l i e s  w h o  h a v e  b e e n  c o f f e e
t r a d e r s  a n d  g r o w e r s  f o r  m a n y  y e a r s ,  t h i s  w a s  v e r y  s u r p r i s i n g  t o  W i l l  a n d  T a m i .  S o ,  t h e y
d e c i d e d  t h e y  w a n t e d  t o  b u i l d  a  b u s i n e s s  t h a t  p r o v i d e s  g r e a t  V i e t n a m e s e  R o b u s t a  c o f f e e
b e a n s  t o  A u s s i e s ,  a n d  g i v e s  b a c k  t o  t h e  V i e t n a m e s e  c o m m u n i t y  w h e r e  t h e y  w e r e  b o r n  a n d
r a i s e d .  W i l l  a n d  T a m i  w e r e  p a r t i c u l a r l y  i n s p i r e d  t o  w o r k  w i t h  C L A N ,  a s  t h e y  h a v e  c o m e  t o
u n d e r s t a n d  t h e  d i f f e r e n t  i n  a c c e s s  t o  m e d i c a l  f a c i l i t i e s  a n d  s e r v i c e s  b e t w e e n  V i e t n a m  a n d
A u s t r a l i a .

G r e a t  C h e r r y  i s  d r i v i n g  c h a n g e  b o t h  t h r o u g h  t h e i r
c o n t r i b u t i o n s  t o  t h e  A u s t r a l i a n  c o f f e e  m a r k e t ,  a n d  t h e y  t h e i r
p a r t n e r s h i p  w i t h  C L A N ,  d e m o n s t r a t i n g  h o w  b u s i n e s s  c a n  b e  a
f o r c e  f o r  g o o d  i n  s o c i e t y .  R e c e n t l y ,  G r e a t  C h e r r y  l a u n c h e d  t w o
p r o d u c e d  w i t h  c o f f e e  b r a n d  C a m p o s ,  a n d  t h i s  w a s  o n e  o f  t h e
f i r s t  t i m e s  a  l a r g e  c o f f e e  b r a n d  i n  A u s t r a l i a  l a u n c h e d
V i e t n a m e s e  c o f f e e  o n  t h a t  s c a l e .  N o w ,  t h e y  a r e  d o i n g  b u s i n e s s
w i t h  G e r m a n  p a r t n e r s ,  a n d  i n  p r o g r e s s e d  d i s c u s s i o n s  a c r o s s
o t h e r  r e g i o n s .  A n d  f o r  e v e r y  c o f f e e  b e a n  s o l d  g l o b a l l y ,  t h e y
w i l l  c o n t i n u e  t o  d o n a t e  a t  l e a s t  1 %  o f  s a l e s  t o  C L A N .  

C L A N s  Y o u t h  A d v i s o r s  G r a c e  a n d  S i e n n a  w e r e  f o r t u n a t e
e n o u g h  t o  m e e t  w i t h  G r e a t  C h e r r y ’ s  c o f o u n d e r s ,  W i l l  a n d
T a m i  N g u y e n ,  a n d  l e a r n  m o r e  a b o u t  t h e i r  i n s p i r a t i o n  a n d
m o t i v a t i o n  f o r  r e a c h i n g  o u t  t o  p a r t n e r  w i t h  C L A N .  T o  r e a d
t h i s  i n t e r v i e w  a n d  l e a r n  m o r e  a b o u t  t h i s  p a r t n e r s h i p ,  v i s i t
C L A N s  w e b s i t e  a t  –  L I N K .  T o  l e a r n  m o r e  a b o u t  G r e a t
C h e r r y ,  y o u  c a n  v i s i t  t h e i r  w e b s i t e  -
h t t p s : / / g r e a t c h e r r y . o r g / .
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Y o u t h  A d v i s o r s

G r a c e  S t r i k
Y o u t h  A d v i s o r  ( G o v e r n a n c e  S u p p o r t )  
A s s i s t a n t  T r e a s u r e r  
R i s k  a n d  A u d i t  S u b c o m m i t t e e  S e c r e t a r y

G r a c e  i s  a  t h i r d - y e a r  s t u d e n t  a t  t h e  U n i v e r s i t y  o f  T e c h n o l o g y
S y d n e y  s t u d y i n g  a  B a c h e l o r  o f  L a w s  ( L L B ) ,  B a c h e l o r  o f
B u s i n e s s  ( A c c o u n t i n g ) ,  a n d  D i p l o m a  i n  L a n g u a g e s  ( J a p a n e s e ) .
G r a c e  i s  a  L e g a l  C l e r k  a n d  a c a d e m i c  t u t o r .  O u t s i d e  o f  w o r k ,
G r a c e  e n j o y s  r e a d i n g  a n d  e x e r c i s i n g ,  a n d  i s  p a s s i o n a t e  a b o u t
l e a r n i n g  a s  m u c h  a s  s h e  c a n .  G r a c e  i s  r e s p o n s i b l e  f o r
c o o r d i n a t i n g  t h e  w o r k  o f  t h e  Y o u t h  A d v i s o r s ,  o r g a n i s i n g
m a t e r i a l s  f o r  t h e  R i s k  a n d  A u d i t  S u b c o m m i t t e e ,  p r e p a r i n g
d r a f t  T r e a s u r y  u p d a t e s  t o  r e p o r t  t o  t h e  C o m m i t t e e ,  a s s i s t i n g
t h e  C o m m i t t e e  a n d  A s s o c i a t i o n  m e e t i n g  m i n u t e s ,  a n d  a s s i s t s
o n  a n  a d  h o c  b a s i s  a c r o s s  t h e  o r g a n i s a t i o n .  H e r  g e n e r a l
r e s p o n s i b i l i t i e s  i n c l u d e  c o n d u c t i n g  i n t e r v i e w s  w i t h  C L A N
m e m b e r s ,  p r e p a r i n g  s o c i a l  m e d i a  a n d  w e b s i t e  c o n t e n t ,
m e e t i n g  w i t h  v a r i o u s  s t a k e h o l d e r s  a n d  p r o v i d i n g
a d m i n i s t r a t i v e ,  g o v e r n a n c e  a n d  s u b s t a n t i v e  s u p p o r t  a s
p r o j e c t s  a r i s e .

S i e n n a  G a t e s
Y o u t h  A d v i s o r  ( P r o j e c t  S u p p o r t )

S i e n n a  i s  a  s e c o n d - y e a r  p r e - m e d i c i n e  s t u d e n t  a t  t h e
U n i v e r s i t y  o f  W o l l o n g o n g  a n d  h a s  b e e n  w o r k i n g  w i t h  C L A N
f o r  j u s t  o v e r  t w o  y e a r s .  H e r  r o l e  w i t h  C L A N  i s  a s  a  p r o j e c t
s u p p o r t  y o u t h  a d v i s o r ,  w o r k i n g  c l o s e l y  a l o n g s i d e  t h e  o t h e r
y o u t h  a d v i s o r s  a s  w e l l  a s  p r e s i d e n t  D r .  K a t e  A r m s t r o n g  a n d
v i c e  p r e s i d e n t  C a t h  C o l e .  H e r  m a i n  r o l e s  w i t h  C L A N  i n c l u d e
p r o m o t i o n  a n d  o u t r e a c h  f o r  p r o j e c t s  a n d  e v e n t s ,  w e b s i t e
m a i n t e n a n c e ,  p r o j e c t  s u p p o r t  a n d  t h e  p r o d u c t i o n  o f  C L A N ’ s
n e w s l e t t e r s .  S i e n n a ’ s  w o r k  w i t h  C L A N  h a s  a l l o w e d  h e r  t o
c r e a t e  c o n n e c t i o n s  w i t h  m a n y  i n s p i r i n g  p e o p l e  w i t h  a  s i m i l a r
d r i v e  f o r  p o s i t i v e  c h a n g e .  H e r  w o r k  i n  t h e  s o c i a l  m e d i a  s p a c e
h a s  a l l o w e d  h e r  t o  t u n e  i n  t o  e v e n t s ,  c o n f e r e n c e s  a n d
w o r k s h o p s  w o r l d w i d e  t h a t  h e l p  d e e p e n  h e r  k n o w l e d g e  o f  t h e
i m p a c t s  o f  N C D s  a n d  t h e  i n e x t r i c a b l e  l i n k s  b e t w e e n  h e a l t h ,
w e l l b e i n g ,  c o m m u n i t y  a n d  c u l t u r e .  

I n t e r n a t i o n a l  W o m e n ’ s  D a y

O n  t h e  8 t h  o f  M a r c h ,  2 0 2 3 ,  C L A N  Y o u t h
A d v i s o r s  G r a c e  S t r i k  a n d  S i e n n a  G a t e s  h a d  t h e
e x c i t i n g  o p p o r t u n i t y  t o  a t t e n d  t h e  O b s e r v a n c e
o f  I n t e r n a t i o n a l  W o m e n ’ s  D a y  o n  b e h a l f  o f
C L A N  a t  t h e  U n i t e d  N a t i o n s  G e n e r a l  A s s e m b l y
H a l l  i n  N e w  Y o r k .  A t  t h e  o b s e r v a n c e ,  i n s p i r i n g
s p e a k e r s  a d d r e s s e d  t h e  i m p o r t a n c e  o f  g e n d e r
e q u i t y  w i t h i n  t h e  r e a l m  o f  t e c h n o l o g y ,
i n n o v a t i o n  a n d  S T E M ,  a n d  e n g a g e d  w i t h  t h e
t h e m e  o f  “ D i g i t A L L :  I n n o v a t i o n  a n d  t e c h n o l o g y
f o r  g e n d e r  e q u a l i t y ” .  O u r  Y o u t h  A d v i s o r s  f e l t
f o r t u n a t e  t o  h a v e  h a d  t h e  o p p o r t u n i t y  t o
c e l e b r a t e  s u c h  a n  i m p o r t a n t  c a u s e  a l o n g s i d e
1 , 8 0 0  o t h e r  w o m e n ,  l e a d e r s  a n d  s u p p o r t e r s  o f
t h e  g e n d e r  e q u i t y  m o v e m e n t .  
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E l o i s e  H a n s e n
Y o u t h  A d v i s o r  ( C o m m u n i t y  O u t r e a c h )

S i m o n  M a l e š
Y o u t h  A d v i s o r  ( P r o j e c t  S u p p o r t )

V e r o n i k a  M a l e š
Y o u t h  A d v i s o r  ( G o v e r n a n c e  S u p p o r t )

E l o i s e  i s  a  s t u d e n t  a t  M a c q u a r i e
U n i v e r s i t y  s t u d y i n g  a  B a c h e l o r  o f
C o m m e r c e  a n d  a  B a c h e l o r  o f  A r t s ,
m a j o r i n g  i n  b o t h  M a r k e t i n g  a n d
C o n s u m e r  I n s i g h t s  a n d  M o d e r n  H i s t o r y .
E l o i s e  h a s  r e c e n t l y  b e e n  i n v o l v e d  i n
s o c i a l  m e d i a  a n d  c o n t e n t  c r e a t i o n  f o r
C L A N ,  u s i n g  t h e s e  p l a t f o r m s  t o  r a i s e
a w a r e n e s s  f o r  C L A N ' s  m i s s i o n  a n d
o r g a n i s a t i o n a l  a c t i v i t i e s .  S h e  i s  e x c i t e d
t o  b e  i n v o l v e d  i n  C L A N ' s  u p c o m i n g
Y o u t h  A d v i s o r  p r o j e c t s .

S i m o n  i s  a  s e c o n d - y e a r  s t u d e n t  a t
W e s t e r n  S y d n e y  U n i v e r s i t y  s t u d y i n g  a
D o c t o r  o f  M e d i c i n e .  S i m o n  w o r d s  a s  a n
a c a d e m i c  t u t o r ,  a n d  e n j o y s  p l a y i n g
s o c c e r  a n d  b a s k e t b a l l  o u t s i d e  o f  w o r k .
O v e r  t h e  p a s t  y e a r ,  S i m o n  h a s  w o r k e d
w i t h  t h e  C L A N  t e a m  t o  r e v i e w  a n d
u p d a t e  t h e  C O V I D - 1 9  e d u c a t i o n a l
r e s o u r c e s ,  s p e c i f i c a l l y  d e v e l o p i n g  a  n e w
i n f o g r a p h i c  i n  v a c c i n a t i o n s .  S i m o n  h a s
a l s o  a s s i s t e d  w i t h  t e c h n i c a l  a s p e c t s  o f
t h e  w e b s i t e ,  a n d  l o o k s  f o r w a r d  t o
m a i n t a i n i n g  h i s  c o n n e c t i o n  w i t h  C L A N
h a s  h e  w o r k s  t o w a r d s  b e i n g  a  m e d i c a l
d o c t o r .

V e r o n i k a  i s  a  F i f t h - Y e a r  L a w  a n d
I n t e r n a t i o n a l  S t u d i e s  s t u d e n t  a t  t h e
U n i v e r s i t y  o f  N e w  S o u t h  W a l e s ,  S y d n e y ,
w h o  h a s  c o m p l e t e d  a n  o v e r s e a s
e x c h a n g e  i n  M i l a n  o v e r  t h e  p a s t  y e a r .
S h e  i s  p a s s i o n a t e  a b o u t  h e l p i n g  c h i l d r e n
w i t h  c h r o n i c  i l l n e s s e s  d u e  t o  h e r  l i v e d
e x p e r i e n c e s  w i t h  s e v e r a l  c h r o n i c  h e a l t h
c o n d i t i o n s  s i n c e  c h i l d h o o d .  V e r o n i k a  i s  a
m e m b e r  o f  t h e  R i s k  a n d  A u d i t
S u b c o m m i t t e e  h a s  b e e n  a c t i v e l y
m o n i t o r i n g  r e g u l a t o r y  a n d  l e g i s l a t i v e
c h a n g e s  t o  a s s e s s  t h e i r  i m p l i c a t i o n s  f o r
C L A N s  a c t i v i t i e s .
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L e h i g h  U n i v e r s i t y  P a r t n e r s h i p

C L A N  a n d  L e h i g h  U n i v e r s i t y  h a v e  e n j o y e d  a  l o n g - t e r m  p a r t n e r s h i p ,  w i t h  d e d i c a t e d  L e h i g h  s t u d e n t s
r e p r e s e n t i n g  C L A N  a t  t h e  U n i t e d  N a t i o n s  a t  v a r i o u s  e v e n t s  i n  s u p p o r t  o f  t h e  m a n y  c o m m u n i t i e s  w e
w o r k  w i t h  i n t e r n a t i o n a l l y .  O u r  c u r r e n t  U N  Y o u t h  R e p r e s e n t a t i v e s  a r e  N i k k i  P a s t e r c y z k  a n d  S o f i a
R o u s s e a u .

N i k k i  P a s t e r c z y k  w a s  s e l e c t e d  i n  J u n e  2 0 2 2  t o  a c t  a s  a  U n i t e d
N a t i o n s  Y o u t h  R e p r e s e n t a t i v e  f o r  C L A N .  S h e  i s  p a r t  o f  t h e  c l a s s  o f
2 0 2 5  a t  L e h i g h  U n i v e r s i t y  s t u d y i n g  f o r  a  B . S  i n  M o l e c u l a r  B i o l o g y  t o
p u r s u e  m e d i c i n e  a n d  r e s e a r c h .  S h e  l i k e s  t o  w r i t e ,  h i k e ,  r e s e a r c h ,  a n d
e x p l o r e  n e w  p l a c e s  a n d  m e e t  n e w  p e o p l e .  

N i k k i  s t a r t e d  h e r  i n v o l v e m e n t  w i t h  C L A N ’ s  U n i t e d  N a t i o n s  H i g h
L e v e l  P o l i t i c a l  F o r u m  ( U N  H L P F )  i n  J u l y  2 0 2 2 .  F r o m  t h e r e  o n ,  s h e
h a s  d r a f t e d  s t a t e m e n t s  o n  b e h a l f  o f  C L A N  a n d  p r e s e n t e d  a t  C L A N ’ s
P a r a l l e l  E v e n t  a t  t h e  6 7 t h  U N  C o m m i s s i o n  o n  t h e  S t a t u s  o f  W o m e n
( C S W 6 7 )  f o c u s e d  n e w b o r n  s c r e e n i n g  t o w a r d s  g e n d e r  e q u a l i t y  f o r
d i s a d v a n t a g e d  g i r l s  w i t h  N C D s .  S h e  a t t e n d s  U N  c o n f e r e n c e s  a t  t h e
h e a d q u a r t e r s  i n  N e w  Y o r k  C i t y  o f t e n  a n d  h a s  o f f e r e d  a  v e r b a l
s t a t e m e n t  a t  t h e  U N  C S W 6 7  s i d e  e v e n t  o n  o v e r l a p p i n g  e m e r g e n c i e s
i n  M a r c h  2 0 2 3 .  

“ R e p r e s e n t i n g  C L A N  a l l o w s  m e  t o  v o l u n t e e r  f o r  a n  o r g a n i z a t i o n  t h a t  f i g h t s  f o r  r e s o u r c e s  a n d
a w a r e n e s s  f o r  c h i l d r e n  w i t h  N C D s  f r o m  d i s a d v a n t a g e d  c o m m u n i t i e s .  I  a m  t h r i l l e d  t o  b e  a  p a r t  o f  t h i s
a m a z i n g  o r g a n i z a t i o n ,  e s p e c i a l l y  b e c a u s e  m y  b r o t h e r  h a s  a  r a r e  i n h e r i t e d  g e n e t i c  d i s o r d e r  a n d  I  h a v e
s e e n  f i r s t - h a n d  t h e  s i g n i f i c a n c e  o f  e a r l y  d e t e c t i o n  a n d  r e s o u r c e s .  I  w a n t  t o  p l a y  a  r o l e  i n  p r o v i d i n g
f o r  i n d i g e n o u s  a n d  d i s a d v a n t a g e d  c h i l d r e n  &  f a m i l i e s ,  s u c h  a s  f i n d i n g  m e a n s  o f  w h i c h  t o  e x p a n d
n e w b o r n  s c r e e n i n g  t o  u n d e r s e r v e d  p o p u l a t i o n s  g l o b a l l y .  T h i s  i s  a  o n e  o f  a  k i n d  e x p e r i e n c e  t h a t  w i l l
a l l o w  m e  t o  p r o p e r l y  a d v o c a t e  f o r  t h e s e  g r o u p s  a s  a  f u t u r e  p h y s i c i a n  a n d  r e s e a r c h e r . ”

N i k k i  P a s t e r c y z k

S o f i a  R o u s s e a u

S o f i a  R o u s s e a u  i s  f r o m  N e w  Y o r k  C i t y  a n d  i s  p u r s u i n g  a  B a c h e l o r  o f
S c i e n c e  i n  P o p u l a t i o n  H e a l t h  w i t h  a  d o u b l e  m i n o r  i n  M a t e r n a l  a n d
C h i l d  H e a l t h  a n d  G l o b a l  S t u d i e s  f r o m  L e h i g h  U n i v e r s i t y  w i t h  a
c e r t i f i c a t e  i n  G l o b a l  C i t i z e n s h i p .  U p o n  g r a d u a t i n g  i n  2 0 2 5 ,  s h e
i n t e n d s  t o  p u r s u e  a  c a r e e r  i n  n u r s i n g  .  S o f i a  w a s  s e l e c t e d  i n  O c t o b e r
2 0 2 2  t o  w o r k  w i t h  C L A N  a s  a  U n i t e d  N a t i o n s  Y o u t h  R e p r e s e n t a t i v e .

 S o f i a ’ s  t i m e  w i t h  C L A N  b e g a n  w i t h  p l a n n i n g  f o r  C L A N ’ s  P a r a l l e l
E v e n t  a t  t h e  6 7 t h  U N  C o m m i s s i o n  o n  t h e  S t a t u s  o f  W o m e n  ( C S W 6 7 ) .
T h i s  e v e n t  f o c u s e d  o n  h i g h l i g h t i n g  t h e  i m p o r t a n c e  o f  e q u i t a b l e
a c c e s s  t o  n e w b o r n  s c r e e n i n g s  w o r l d w i d e .  Y o u n g  g i r l s  i n  r e s o u r c e
p o o r  c o u n t r i e s  i n  t h e  g l o b a l  s o u t h  a r e  e s p e c i a l l y  a t  a  d i s a d v a n t a g e
g i v e n  g e n d e r  b i a s e s .  H e r  w o r k  w i t h  C L A N  t h u s  f a r  h a s  p u s h e d  h e r
t o w a r d s  v i e w i n g  h e a l t h  c a r e  f r o m  a  g l o b a l i s e d  c o n t e x t .  

“ B e i n g  a  U n i t e d  N a t i o n s  Y o u t h  R e p r e s e n t a t i v e  f o r  C L A N  h a s  b e e n  a  w o n d e r f u l  e x p e r i e n c e .  C L A N  i s
u n i q u e  i n  t h e  s e n s e  t h a t  t h e y  u t i l i z e  a  c o m m u n i t y  b a s e d  a p p r o a c h  w h e n  t a c k l i n g  N o n  C o m m u n i c a b l e
D i s e a s e s ( N C D ’ s )  i n  r e s o u r c e  p o o r  c o u n t r i e s .  T h i s  a p p r o a c h  i s  e x c e l l e n t  b e c a u s e  i n v o l v i n g  t h e
c o m m u n i t i e s  w i l l  l e a d  t o  m o r e  i m p a c t f u l  l o n g  l a s t i n g  s o l u t i o n s .  S e e i n g  a l l  t h e  w o n d e r f u l  w o r k  C L A N
d o e s  g l o b a l l y  m o t i v a t e s  m e  t o  k e e p  p u r s u i n g  a  c a r e e r  i n  h e a l t h .  I  w a n t  t o  b e  a  n u r s e  i n  t h e  U n i t e d
S t a t e s  b e c a u s e  h e r e  B l a c k  a n d  H i s p a n i c  w o m e n  f a c e  d i s p r o p o r t i o n a t e l y  h i g h  r a t e s  o f  m a t e r n a l
m o r t a l i t y .  I t  i s  m y  h o p e  t h a t  b y  b e c o m i n g  a  n u r s e  I  w i l l  o n e  d a y  b e  a b l e  t o  o p e n  u p  a  c l i n i c  t h a t  s e r v e s
w o m e n  o f  c o l o r  a n d  e n s u r e  t h e y  r e c e i v e  t h e  t r e a t m e n t  t h e y  d e s e r v e .  A f t e r  p r e s e n t i n g  a t  C S W  6 7  I
h o p e  t o  g o  b e y o n d  t h e  U n i t e d  S t a t e s  a n d  h e l p  w o m e n  g l o b a l l y .  W o r k i n g  w i t h  C L A N  h a s  a l l o w e d  m e
t h e  o p p o r t u n i t y  t o  b e g i n  m y  a d v o c a c y  o n  a  g l o b a l  s c a l e .  T h i s  i s  h e l p i n g  p r e p a r e  m e  t o  a d v o c a t e  f o r  m y
o w n  c o m m u n i t y  o n e  d a y  a s  a  n u r s e  a n d  a d v o c a t e  f o r  e q u a l i t y  i n  h e a l t h  c a r e ” .
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I n t e r n a t i o n a l  D a y  o f  W o m e n  a n d  G i r l s  i n  S c i e n c e  

I n  m a n y  c o u n t r i e s ,  t o o  o f t e n ,  g i r l  c h i l d r e n  d o  n o t  s u r v i v e  t h e  d i a g n o s i s  o f  a
s e r i o u s  h e a l t h  c o n d i t i o n .  C L A N ’ s  f i v e  p i l l a r s  a n d  f r a m e w o r k  f o r  a c t i o n ,
w h i c h  w e r e  d e v e l o p e d  i n  r e s p o n s e  t o  c o n v e r s a t i o n s  w i t h  g l o b a l
c o m m u n i t i e s ,  h a v e  s i n c e  b e e n  i m p l e m e n t e d  a c r o s s  1 0  c o u n t r i e s  a n d  m o r e
t h a n  1 0  d i f f e r e n t  t y p e s  o f  c h r o n i c  h e a l t h  c o n d i t i o n ;  t h e y  h a v e  p r o v e n  t o
m a k e  a  d i f f e r e n c e  t o  r e d u c i n g  m o r t a l i t y  a n d  m o r b i d i t y .  

M A T E S 4 K i d s ,  M a x i m i s i n g  A c c e s s  T o  E s s e n t i a l  S u p p l i e s ,  w a s  f o u n d e d
t h r o u g h  C L A N ’ s  c o n n e c t i o n  a n d  c o l l a b o r a t i o n  w i t h  l i k e m i n d e d  i n d i v i d u a l s .
C L A N  a n d  M A T E S 4 K i d s ’  b o l d  g o a l  i s  t o  r e d u c e  C A H - r e l a t e d  m o r t a l i t i e s  b y
3 0 %  b y  2 0 3 0  a s  p a r t  o f  o u r  e f f o r t s  t o  a c h i e v e  t h e  s u s t a i n a b l e  d e v e l o p m e n t
g o a l s .  

C L A N  p r o d u c e d  a  Y o u T u b e  v i d e o  a b o u t  t h e  2 0 2 3  I n t e r n a t i o n a l  D a y  o f
W o m e n  a n d  G i r l s  i n  S c i e n c e ,  a n d  p r o m o t e d  t h e  h a s h t a g s
# L e a v e N o C h i l d B e h i n d  a n d  # F e b r u a r y 1 1  i n  c e l e b r a t i o n  o f  t h i s  e v e n t .

I n  c e l e b r a t i o n  o f  2 0 2 3  I n t e r n a t i o n a l  D a y
o f  W o m e n  a n d  G i r l s  i n  S c i e n c e  o f
F e b r u a r y  1 1 ,  C L A N  s h a r e d  h o w
i m p l e m e n t a t i o n  o f  o u r  S t r a t e g i c
F r a m e w o r k  f o r  A c t i o n  ( o u r  I . D . E . A . ! )  i s
h e l p i n g  t o  d r i v e  c h a n g e  f o r  c h i l d r e n  a n d
f a m i l i e s  l i v i n g  w i t h  c h r o n i c  h e a l t h
c o n d i t i o n s  i n  r e s o u r c e - p o o r  s e t t i n g s .  
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C L A N ’ s  U n i t e d  N a t i o n s  Y o u t h  R e p r e s e n t a t i v e s ,  A n n i e  S a n c h e z  a n d  N i k k i  P a s t e r c z y k ,
a t t e n d e d  t h e  I n t e r n a t i o n a l  D a y  o f  P e a c e  Y o u t h  O b s e r v a n c e  E v e n t  h e l d  o n  1 6  S e p t e m b e r ,
2 0 2 2 .  E a c h  y e a r ,  t h e  I n t e r n a t i o n a l  D a y  o f  P e a c e  i s  c e l e b r a t e d  o n  2 1  S e p t e m b e r ,  a  d a y
w h e r e  c e a s e  f i r e s  a n d  n o n - v i o l e n c e  i s  o b s e r v e d  a r o u n d  t h e  g l o b e .  T h e  t h e m e  f o r  t h e  2 0 2 2
I n t e r n a t i o n a l  D a y  o f  P e a c e  w a s  “ E n d  R a c i s m .  B u i l d  P e a c e . ”  T h e  i n s p i r i n g  e v e n t  h i g h l i g h t e d
t h e  i m p o r t a n c e  o f  a d d r e s s i n g  r a c i s m  a n d  d i s c r i m i n a t i o n  t o  c r e a t e  a n  e q u i t a b l e  a n d  j u s t
w o r l d  f o r  e v e r y o n e .  T h e  d i v e r s e  g r o u p  o f  s p e a k e r s  r a n g i n g  f r o m  a c t o r s  a n d  f a s h i o n
d e s i g n e r s  t o  r e s e a r c h e r s  a n d  s t u d e n t s  p r o v i d e d  u n i q u e  v i e w p o i n t s  a n d  i n s p i r i n g  i d e a s  t o
p r o m o t e  e q u i t y .  

T h e  S e c r e t a r y - G e n e r a l ,  A n t ó n i o  G u t e r r e s ,  p r o v i d e d  t h e  o p e n i n g  r e m a r k s  a n d  s p o k e  o f  t h e
c r u c i a l  r o l e  y o u t h  h a s  a s  t h e  e m e r g i n g  l e a d e r s  t o  e n d  r a c i s m  a n d  b u i l d  a  m o r e  p e a c e f u l
w o r l d .  T h e  U n d e r - S e c r e t a r y - G e n e r a l  f o r  G l o b a l  C o m m u n i c a t i o n s ,  M e l i s s a  F l e m i n g ,  f o l l o w e d
a n d  i n t r o d u c e d  s t u d e n t  s p e a k e r s  w h o  s h a r e d  t h e i r  s t o r i e s  g r o w i n g  u p  a s  a n
u n d e r r e p r e s e n t e d  m i n o r i t y  i n  t h e  U n i t e d  S t a t e s .  T h i s  w a s  f o l l o w e d  b y  t h e  B l u e  M e n  G r o u p ,
w h o  d i d  a n  i n t e r a c t i v e  p e r f o r m a n c e  c o l l e c t i n g  d i f f e r e n t  c o l o r e d  m a r b l e s  f r o m  t h e  a u d i e n c e .
T h e  m a r b l e s  f i l l e d  a  c l e a r  m o l d  t h a t  i n t e r t w i n e d  w i t h  a n o t h e r  t o  d i s p l a y  t h e  h a r m o n y  a n d
b e a u t y  o f  t h e  d i f f e r e n t  c o l o r s  t h a t  m a d e  u p  t h e  w h o l e  s c u l p t u r e .  T h e  s e c o n d  h a l f  o f  t h e
e v e n t  w a s  t h e n  h o s t e d  b y  J a d e n  M i c h a e l ,  l e a d  a c t o r  i n  t h e  p o p u l a r  s h o w  “ C o l i n  i n  B l a c k  a n d
W h i t e ” .  D u r i n g  t h i s  p o r t i o n ,  A n n i e  a n d  N i k k i  h e a r d  f r o m  d i v e r s e  s p e a k e r s  h i g h l i g h t i n g
r e s e a r c h  a n d  p r o j e c t s  a i m e d  a t  t a c k l i n g  i n e q u i t y .  V a r i o u s  I n d i g e n o u s  s p e a k e r s ,  s u c h  a s
J o a n  H e n r y ,  R o s a r i o  P é r e z  G u z m á n  a n d  A r l e t t e  S i l v a  H e r n a n d e z ,  t a l k e d  o f  t h e  i m p o r t a n c e
o f  a d d r e s s i n g  I n d i g e n o u s  i n e q u i t i e s  t o  t r u l y  a c h i e v e  a  j u s t  a n d  p e a c e f u l  w o r l d .  

T h e  w o r k  o f  A r l e t t e  t i t l e d  “ H e a l t h  w i t h  E q u i t y ”  t a l k e d  a b o u t  t h e  i m p o r t a n c e  o f  e n d i n g
d i s c r i m i n a t i o n  a n d  r a c i s m  a g a i n s t  I n d i g e n o u s  a n d  A f r o - I n d i g e n o u s  P e o p l e  i n  h e a l t h
s e t t i n g s .  S h e  w a s  i n v o l v e d  i n  f o c u s e d  o n  t e a c h i n g  m e d i c a l  p r o f e s s i o n a l s  n a t i v e  l a n g u a g e s ,
l i k e  A m u z g o ,  Z a p o t e c  a n d  M i x t e c ,  t o  i m p r o v e  c o m m u n i c a t i o n  a n d  h e a l t h  t r e a t m e n t  a n d
o u t c o m e s  f o r  I n d i g e n o u s  C o m m u n i t i e s  i n  h e r  s t a t e  o f  G u e r r e r o ,  M e x i c o .  T h e  i m p a c t  h e r
w o r k  h a s  o n  i m p r o v i n g  h e a l t h  c a r e  i n  I n d i g e n o u s  c o m m u n i t i e s  i n  h e r  t o w n  i n  M e x i c o  c a n
p r o v i d e  a  r o a d  m a p  t o  h o w  t o  b e s t  s u p p o r t  t h e  m e d i c a l  n e e d s  a n d  i m p r o v e  t r u s t  b e t w e e n
I n d i g e n o u s  P e o p l e  a n d  n o n - I n d i g e n o u s  m e d i c a l  p r o f e s s i o n a l s .  A f t e r  t h e  e v e n t ,  A n n i e  t o o k
t h e  o p p o r t u n i t y  t o  s h a r e  w i t h  A r l e t t e  C L A N ’ s  a n d  I n d i g e n o u s N C D s  w o r k  a n d  m i s s i o n  o f
m a x i m i z i n g  t h e  q u a l i t y  o f  l i f e  o f  p e o p l e  l i v i n g  w i t h  c h r o n i c  h e a l t h  c o n d i t i o n s  a n d
a m p l i f y i n g  t h e  v o i c e s  o f  I n d i g e n o u s  P e o p l e  i n  g l o b a l  d i s c u s s i o n s  a r o u n d  h e a l t h .  W e  l o o k
f o r w a r d  t o  t h e  o p p o r t u n i t y  t o  c o l l a b o r a t e  a n d  h e a r  m o r e  o f  h e r  w o r k  a n d  o u t c o m e s .

I n t e r n a t i o n a l  D a y  o f  P e a c e  2 0 2 2
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T h e  e v e n t  f o c u s e d  o n  t h e  s i g n i f i c a n c e  o f  p a r t n e r s h i p s  t o w a r d s  d e v e l o p i n g  i n n o v a t i v e  a n d  s u s t a i n a b l e
s o l u t i o n s  f o r  m e d i c a t i o n s  f o r  c h i l d r e n  l i v i n g  w i t h  N C D s  ( C A H  i n  p a r t i c u l a r )  i n  L M I C s  a n d  M I C s .  T h e
s p e a k e r s  r e p r e s e n t e d  a  v a r i e t y  o f  n a t i o n s  a n d  N G O s ,  s u c h  a s  P r o f e s s o r  J a m a l  R a z a  o f  P a k i s t a n ,  D r .
A n d r e w  T w i n e a m a t s i k o  o f  U g a n d a ,  T r u d y  N y a n k a m b a g w e  o f  Z i m b a b w e ,  P r o f e s s o r  A m a n  P u l u n g a n  a n d
D r .  A g u s t i n i  U t a r i  o f  I n d o n e s i a ,  D r .  A l i c i a  J e n k i n s  a n d  D r .  K a t e  A r m s t r o n g  o f  A u s t r a l i a ,  O l e g  N o v i k o v
o f  U k r a i n e ,  a n d  C a r m e n  A u s t e  o f  t h e  P h i l i p p i n e s .  

T h e  o b j e c t i v e s  o f  t h i s  e v e n t  i n c l u d e d  r a i s i n g  a w a r e n e s s  o f  t h e  c h a l l e n g e s  f a c i n g  c h i l d r e n  a n d  y o u n g
p e o p l e  l i v i n g  w i t h  N C D s  i n  t h e  c o n t e x t  o f  t h e  C O V I D - 1 9  p a n d e m i c ,  h i g h l i g h t  c u r r e n t  i n n o v a t i v e
s o l u t i o n s  t o  r e d r e s s  i n e q u i t i e s  e x p e r i e n c e d  b y  c h i l d r e n  l i v i n g  w i t h  C A H ,  a n d  c o n s i d e r  h o w
a c h i e v e m e n t s  t o  d a t e  a n d  o t h e r  r e c o m m e n d a t i o n s  m i g h t  h e l p  i n f o r m  e f f o r t s  t o  b u i l d  b a c k  b e t t e r  f o r
t h e  i n t e r n a t i o n a l  N C D  C o m m u n i t y  a f t e r  t h e  C O V I D - 1 9  p a n d e m i c .

U N  H i g h  L e v e l  P o l i t i c a l  F o r u m  2 0 2 2

O n  J u l y  6 t h  2 0 2 2 ,  C L A N  p r e s e n t e d  a n  e v e n t  a t  t h e
U n i t e d  N a t i o n s  H i g h  L e v e l  P o l i t i c a l  F o r u m  o n
B u i l d i n g  b a c k  b e t t e r  f r o m  t h e  C O V I D - 1 9  P a n d e m i c
w h i l e  a d v a n c i n g  t h e  f u l l  i m p l e m e n t a t i o n  o f  t h e
2 0 3 0  A g e n d a  f o r  S u s t a i n a b l e  D e v e l o p m e n t .  T h e
e v e n t  w a s  t i t l e d  “ M a x i m i s i n g  A c c e s s  t o  E s s e n t i a l
S u p p l i e s  f o r  K i d s  ( M A T E S 4 K i d s ) :  G l o b a l  M u l t i -
S t a k e h o l d e r  C o l l a b o r a t i o n  a n d  P a r t n e r s h i p  t o
# L e a v e N o C h i l d B e h i n d . ”

S u g g e s t e d  k e y  s o l u t i o n s  f o r  t h e s e  i s s u e s  i n c l u d e d
i m p r o v i n g  l o c a l  p r o d u c t i o n  o f  e s s e n t i a l  m e d i c a t i o n s  i n
L M I C s  t o  d e c r e a s e  c o s t s  o f  m e d i c a t i o n s ,  s t r e n g t h e n i n g
p a r t n e r s h i p s  b e t w e e n  l o c a l  c o m m u n i t i e s  i n  L M I C s  a n d
t h e  M A T E S 4 K i d s  n e t w o r k  t o  a d v o c a t e  f o r  a d e q u a t e
f u n d i n g ,  r e s o u r c e s ,  a n d  i n f o r m a t i o n  n e e d e d  t o
e f f e c t i v e l y  m e e t  t h e  n e e d s  o f  c h i l d r e n  l i v i n g  w i t h  N C D s ,
l e v e r a g i n g  n e w  a n d  e x i s t i n g  t e c h n o l o g i e s  ( s u c h  a s
m o b i l e  p h o n e  a p p s  a n d  n e w b o r n  s c r e e n i n g )  t o  b y p a s s
p o p u l a t i o n - b a s e d  b a r r i e r s  a n d  e n a b l e  m o r e  e q u i t a b l e
a c c e s s  t o  e s s e n t i a l  m e d i c i n e s
a n d  e q u i p m e n t ,  a n d  e s t a b l i s h i n g  t h e  i n f r a s t r u c t u r e  ( e . g .
p a t i e n t  r e g i s t e r s ,  p o l i c y  c h a n g e s )  a n d  i n n o v a t i v e  s u p p l y
c h a i n s  n e e d e d  t o  s t r e n g t h e n  a c c e s s  t o  e s s e n t i a l
m e d i c a t i o n s  d e s p i t e  d i f f i c u l t  s c e n a r i o s .

U n i t e d  N a t i o n s  Y o u t h  R e p r e s e n t a t i v e  S t a l l  a t
L e h i g h  U n i v e r s i t y  

O n  O c t o b e r  2 8 t h  2 0 2 2 ,  C L A N s  U N  Y o u t h  R e p r e s e n t a t i v e s  p a r t i c i p a t e d  i n  a n
e v e n t  o n  c a m p u s  a t  L e h i g h  U n i v e r s i t y  i n  c o l l a b o r a t i o n  w i t h  L e h i g h ’ s  o t h e r  U N
Y o u t h  R e p r e s e n t a t i v e s .  T h e  e v e n t  f o c u s e d  o n  s p r e a d i n g  a w a r e n e s s  o f  U N
a c t i v i t y  o n  c a m p u s  a n d  h o w  s t u d e n t s  c a n  g e t  i n v o l v e d .  C L A N  w a s  j o i n e d  b y
o t h e r  o r g a n i s a t i o n s  s u c h  a s  t h e  C e n t r e  f o r  P u b l i c  H e a l t h  N i g e r i a ,  A m e r i c a n
A s s o c i a t i o n  o f  U n i v e r s i t y  W o m e n ,  t h e  W o r l d  C o r r o s i o n  O r g a n i s a t i o n ,  a n d
s e v e r a l  o t h e r s .  C L A N s  U N  Y o u t h  R e p r e s e n t a t i v e s  p l a y e d  t r i v i a  f o r  c a n d y  w i t h
s t u d e n t s ,  t e s t i n g  t h e i r  k n o w l e d g e  o f  n o n - c o m m u n i c a b l e  d i s e a s e s  a n d  t h e
p o p u l a t i o n s  t h e y  d i s p r o p o r t i o n a t e l y  a f f e c t .  S t u d e n t s  t h e n  l e a r n e d  m o r e  a b o u t
C L A N  a n d  h o w  i t  p r o v i d e s  r e s o u r c e s  a n d  a d v o c a c y  f o r  c h i l d r e n  a c r o s s  t h e
g l o b a l ,  g a i n i n g  a  b e t t e r  u n d e r s t a n d i n g  o f  C L A N s  w o r k  a n d  i t s  s i g n i f i c a n c e .
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C S W 6 7

C L A N  w a s  p r o u d  t o  e n g a g e  i n  e v e n t s  r e l a t i n g  t o  t h e  U n i t e d  N a t i o n s  C o m m i s s i o n  o n  t h e
S t a t u s  o f  W o m e n  6 7 t h  S e s s i o n .  T h e  C S W 6 7  P r i o r i t y  t h e m e  w a s  ‘ I n n o v a t i o n  a n d
t e c h n o l o g i c a l  c h a n g e  a n d  e d u c a t i o n  i n  t h e  d i g i t a l  a g e ,  f o r  a c h i e v i n g  g e n d e r  e q u a l i t y  a n d
t h e  e m p o w e r m e n t  o f  a l l  w o m e n  a n d  g i r l s ’ .  T h e  R e v i e w  t h e m e  w a s  ‘ C h a l l e n g e s  a n d
o p p o r t u n i t i e s  i n  a c h i e v i n g  g e n d e r  e q u a l i t y  a n d  t h e  e m p o w e r m e n t  o f  r u r a l  w o m e n  a n d
g i r l s ’ .

C L A N s  g o a l  i n  e n g a g i n g  i n  t h e  C S W 6 7  w a s  t o  s u p p o r t  t h e  w o r k  o f  t h e  @ M A T E S 4 K i d s
( M a x i m i s i n g  A c c e s s  t o  E s s e n t i a l  S u p p l i e s  f o r  K i d s )  m o v e m e n t ,  a n d  h i g h l i g h t  t h e  u r g e n t
n e e d  t o  s c a l e  N e w b o r n  S c r e e n i n g  ( N B S )  a s  p a r t  o f  a  c o m p r e h e n s i v e  a n d  s t r a t e g i c
a p p r o a c h  t o  r e d u c i n g  t h e  p r e v e n t a b l e  m o r t a l i t y  a s s o c i a t e d  w i t h  c h i l d h o o d  n o n -
c o m m u n i c a b l e  d i s e a s e s  ( N C D s )  i n  r e s o u r c e  p o o r  s e t t i n g s  o f  t h e  w o r l d ,  a n d  t h e r e b y
c o n t r i b u t e  t o  t h e  g l o b a l  e f f o r t s  t o  a c h i e v e  t h e  S u s t a i n a b l e  D e v e l o p m e n t  G o a l s  b y  2 0 3 0 .

W r i t t e n  S t a t e m e n t  

C L A N  w a s  p r o u d  t o  f a c i l i t a t e  t h e  s u b m i s s i o n  o f  a
w r i t t e n  s t a t e m e n t  t o  t h e  E C O S O C  t h a t  s p e a k s  t o
t h e  v i t a l  r o l e  N B S  c a n  a n d  s h o u l d  p l a y  i n  a c h i e v i n g
t h e  S D G s  b y  2 0 3 0 .  T h i s  s t a t e m e n t  i s  a v a i l a b l e
o n l i n e  t h r o u g h  t h i s  l i n k  -  h t t p s : / / d o c u m e n t s - d d s -
n y . u n . o r g / d o c / U N D O C / G E N / N 2 2 / 7 4 5 / 9 6 / P D F / N 2 2
7 4 5 9 6 . p d f ? O p e n E l e m e n t

R e c e p t i o n  t o  t h e  C S W 6 7
 
I n  a n t i c i p a t i o n  o f  C L A N s  C S W 6 7  P a r a l l e l  N G O  E v e n t ,  C L A N S  U n i t e d  N a t i o n s  Y o u t h
R e p r e s e n t a t i v e s  N i k k i  P a s t e r c z y k  a n d  S o f i a  R o u s s e a u ,  a n d  Y o u t h  A d v i s o r s  G r a c e  S t r i k
a n d  S i e n n a  G a t e s ,  w e r e  i n v i t e d  t o  t h e  C S W 6 7  A u s t r a l i a n  C i v i l  S o c i e t y  O r g a n i s a t i o n
R e c e p t i o n ,  h o s t e d  b y  H i s  E x c e l l e n c y  T h e  H o n  M i t c h  F i f i e l d ,  A u s t r a l i a ’ s  A m b a s s a d o r  a n d
P e r m a n e n t  R e p r e s e n t a t i v e  t o  t h e  U n i t e d  N a t i o n s  o n  t h e  5 t h  o f  M a r c h ,  2 0 2 3 .  T h i s  e v e n t
b r o u g h t  t o g e t h e r  t h e  A u s t r a l i a n  d e l e g a t i o n ,  c i v i l  s o c i e t y  r e p r e s e n t a t i v e s  a n d  e x p e r t s ,
a n d  p r o m o t e d  a c t i v e  d i a l o g u e  o n  i s s u e s  r e l a t i n g  t o  g e n d e r  e q u a l i t y  i n  t h e  d i g i t a l  a g e .
C L A N ’ s  t e a m  w a s  h o n o u r e d  t o  e n g a g e  i n  d i s c u s s i o n s  w i t h  a c c o m p l i s h e d  i n d i v i d u a l s
p a s s i o n a t e  a b o u t  i m p r o v i n g  g e n d e r  e q u i t y .  
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C S W 6 7  N G O  P a r a l l e l  E v e n t

C L A N  w a s  p r o u d  t o  h o s t  h y b r i d  P a r a l l e l  E v e n t  t o  t h e  c o m m i s s i o n  o n  t h e  S t a t u s  o f  W o m e n
6 7 t h  S e s s i o n  a t  t h e  U n i t e d  N a t i o n s  C h u r c h  C e n t r e  o n  t h e  6 t h  o f  M a r c h  2 0 2 3 ,  a n d  p a r t n e r
w i t h  g l o b a l  c h a n g e m a k e r s  t o  d i s c u s s  t h e  r o l e  o f  N e w b o r n  S c r e e n i n g  ( N B S )  i n  d r i v i n g
g e n d e r  e q u i t y  i n  t h e  c o n t e m p o r a r y  t e c h n o l o g i c a l  a g e .  C L A N ’ s  P a r a l l e l  N G O  E v e n t  w a s
e n t i t l e d  ‘ N e w b o r n  S c r e e n i n g :  R e s p o n d i n g  t o  t h e  U r g e n t  N e e d  t o  L e v e r a g e  E x i s t i n g
T e c h n o l o g y  f o r  G e n d e r  E q u a l i t y ’ .  T h e  e v e n t  b r o u g h t  t o g e t h e r  e x p e r t s  f r o m  a r o u n d  t h e
w o r l d  t o  h i g h l i g h t  t h e  i m p o r t a n c e  o f  s c a l i n g  N e w b o r n  S c r e e n i n g  t o  a c h i e v e  t h e
S u s t a i n a b l e  D e v e l o p m e n t  G o a l s  ( S D G s ) ,  a n d  r e d u c e  g e n d e r  i n e q u a l i t i e s  a f f e c t i n g  y o u n g
g i r l s  w i t h  N C D s  i n  r e s o u r c e  p o o r  s e t t i n g s .  S p e a k e r s  f r o m  A u s t r a l i a ,  A u s t r i a ,  I n d o n e s i a ,
N e w  Z e a l a n d ,  P a k i s t a n ,  Z i m b a b w e  a n d  t h e  U n i t e d  S t a t e s  o f  A m e r i c a  p a r t i c i p a t e d ,
r e p r e s e n t i n g  a  b r o a d  r a n g e  o f  N G O s  a n d  o r g a n i s a t i o n s  w o r k i n g  i n  t h e  f i e l d  o f  N B S  a n d
c a r i n g  f o r  c h i l d r e n  l i v i n g  w i t h  N C D s .  

T h e  e v e n t  b e g a n  w i t h  a  w e l c o m e  b y  U n i t e d  N a t i o n s  Y o u t h  R e p r e s e n t a t i v e ,  N i k k i
P a s t e r c z y k ,  a n d  i n t r o d u c t i o n  t o  C L A N  b y  M s  S o f i a  R o u s s e a u .  W i t h  t h a n k s  t o  C A R E S
F o u n d a t i o n ,  w e  b e g a n  t h e  e v e n t  w i t h  a  s u c c e s s  s t o r y  o f  n e w b o r n  s c r e e n i n g ,  f r o m  t h e
m o t h e r  o f  a  c h i l d  w i t h  C A H  w h o  a c h i e v e d  d i a g n o s i s  t h r o u g h  N B S .  C L A N s  P r e s i d e n t ,  D r
K a t e  A r m s t r o n g ,  t h e n  s h a r e d  @ M A T E S 4 K i d s ’  m i s s i o n ,  v i s i o n ,  a n d  r e l a t i o n s h i p  t o  N B S ,
h i g h l i g h t i n g  t h e  i n t e g r a l  r o l e  o f  N B S  t o  a c h i e v e  t h e  @ M A T E S 4 K i d s  t i m e l i n e  o f  r e d u c i n g
p r e v e n t a b l e  m o r t a l i t y  b y  3 0 %  b y  2 0 3 0 .  

T h e  n e x t  s e g m e n t  o f  t h e  e v e n t  i n v o l v e d  k e y n o t e  s p e a k e r s .  O u r  f i r s t  s p e a k e r ,  t h e
H o n o u r a b l e  M r  B u d i  G u n a d i  S a d i k i n ,  M i n i s t e r  f o r  H e a l t h  f o r  I n d o n e s i a  s h a r e d  t h e  b o l d
v i s i o n  f o r  I n d o n e s i a  t o  e x p a n d  N B S  a c r o s s  t h e  A r c h i p e l a g o  r e g i o n ,  a r i s i n g  f r o m  t h e
b u r d e n  o f  d i s e a s e  a r i s i n g  f r o m  s c r e e n  c o n d i t i o n s ,  a n d  d e m o n s t r a t i n g  p o s i t i v e  o u t c o m e s
w i t h  s c a l i n g  N B S .  F o l l o w i n g  t h i s ,  P r o f e s s o r  D r  A m a n  P u l u n g a n  f r o m  t h e  I n t e r n a t i o n a l
P a e d i a t r i c  A s s o c i a t i o n  s h a r e d  h o w  N B S  w i l l  r e d u c e  m o r t a l i t y  a n d  a c h i e v e  t h e  S D G s ,
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 t h r o u g h  c o n t r a s t i n g  t h e  d i s t r i b u t i o n  o f  b o t h  C A H  a n d  N B S
c o v e r a g e  a c r o s s  r e g i o n s ,  a n d  r e f l e c t i n g  o n  t h e  r e s u l t s  o f  a n
I n d o n e s i a n  c r o s s - s e c t i o n a l  m u l t i - s e c t i o n  s t u d y  o f  N B S .
P r o f e s s o r  A m a n  e x p l o r e d  t h e  n e e d  f o r  s c a l i n g  N B S ,
i n c l u d i n g  t h e  o u t c o m e s  o f  i n a c c e s s i b i l i t y  o f  N B S ,  a n d
h i g h l i g h t i n g  o b s t a c l e s  f a c i n g  t h e  s c a l i n g  o f  N B S  i n  s p e c i f i c
r e g i o n s .  C L A N  I n t e r n  F a t i m a  I d a a y e n  t h e n  d i s c u s s e d  w h y
N B S  i s  s o  i m p o r t a n t  f o r  a c h i e v i n g  g e n d e r  e q u i t y ,  r e f l e c t i n g
o n  t h e  i n e q u i t a b l e  b u r d e n s  o f  c o n g e n i t a l  d i s o r d e r s  u p o n
g i r l s  a n d  f e m a l e  c a r e g i v e r s ,  a n d  s h a r i n g  t h e  r e s u l t s  o f
i n t e r v i e w s  w i t h  4 0  I n d o n e s i a  f a m i l i e s  a n d  t h e i r  c o n c e r n s
a r i s i n g  f r o m  l a t e  d i a g n o s i s  o f  C A H .  T o  w r a p  u p  t h i s
s e c t i o n ,  C L A N  I n t e r n  E m m a  S a n t i n i  a n a l y s e d  t h e  c o s t -
e f f e c t i v e n e s s  o f  N B S ,  h i g h l i g h t i n g  t h e  n e e d  f o r  e c o n o m i c
a n a l y s e s  t o  p r o m o t e  p o l i c y - m a k i n g  d i s c u s s i o n s .



T h e  f i n a l  s e g m e n t  o f  t h e  P a r a l l e l  E v e n t  w a s  a  p a n e l  d i s c u s s i o n  b e t w e e n  M s  M a r i k a
M a y r d o r g e r - M u h r ,  a  n u r s e  w i t h  a  l i v e d  e x p e r i e n c e  o f  C A H ,  P r o f e s s o r  D i a n n e  W e b s t e r ,
N B S  e x p e r t ,  a n d  M s  D i n a  M a t o s ,  t h e  E x e c u t i v e  D i r e c t o r  o f  C A R E S  F o u n d a t i o n .  T h e s e
e s t e e m e d  p a n e l l i s t s  p r o v i d e d  a n  u n d e r s t a n d i n g  o f  N B S  a r o u n d  t h e  w o r l d ,  a n d  d i s c u s s e d
h o w  b e s t  t o  m a p  a  w a y  f o r w a r d .  T h i s  i n v o l v e d  c o n t r a s t i n g  t h e  g l o b a l  c o v e r a g e  a n d
a v a i l a b i l i t y  o f  N B S ,  h i g h l i g h t i n g  i n e q u i t a b l e  b u r d e n s  f a c e d  b y  t h o s e  i n  r e s o u r c e - p o o r
s e t t i n g s ,  d i s c u s s i n g  t e c h n o l o g i c a l  a d v a n c e d  a n d  t h e i r  p o s i t i v e  o u t c o m e s  i n  l i g h t  o f  N B S ,
r e f l e c t i n g  o n  t h e  p s y c h o - s o c i a l  i m p l i c a t i o n s  o f  e a r l y  i n t e r v e n t i o n  a n d  d i a g n o s i s ,  a n d
d e m o n s t r a t i n g  t h a t  t h e r e  m u s t  b e  f u r t h e r  w o r k  d o n e  t o  e n s u r e  u n i v e r s a l  a c c e s s  t o  N B S

T o  l e a r n  m o r e  a b o u t  t h e  e v e n t  a n d  i t s  o u t c o m e s ,  o r  t o  a c c e s s  t h e  v i d e o ,  y o u  c a n  v i s i t
C L A N s  w e b s i t e  a t  t h i s  l i n k  –  h t t p s : / / w w w . c l a n c h i l d h e a l t h . o r g / u n - c s w 6 7 . h t m l .  

O r a l  S t a t e m e n t  
 
O n  M a r c h  1 6 t h  2 0 2 3 ,  C L A N  U n i t e d  N a t i o n s  Y o u t h  R e p r e s e n t a t i v e  N i k k i  P a s t e r c z y k
a t t e n d e d  t h e  U n i t e d  N a t i o n s  6 7 t h  C o m m i s i o n  o n  t h e  S t a t u s  o f  W o m e n  ( C S W 6 7 )
I n t e r a c t i v e  D i a l o g u e  S e s s i o n  o n  “ G e t t i n g  o n  t r a c k :  A c h i e v i n g  g e n d e r  e q u a l i t y  i n  a
c o n t e x t  o f  o v e r l a p p i n g  e m e r g e n c i e s ”  a t  t h e  U n i t e d  N a t i o n s  h e a d q u a r t e r s  i n  N e w  Y o r k
C i t y  T h i s  s e s s i o n  w a s  t o  c o n t r i b u t e  t o  t h e  p r i o r i t y  t h e m e  o f  “ I n n o v a t i o n  a n d
t e c h n o l o g i c a l  c h a n g e ,  a n d  e d u c a t i o n  i n  t h e  d i g i t a l  a g e  f o r  a c h i e v i n g  g e n d e r  e q u a l i t y  a n d
e m p o w e r m e n t  o f  a l l  w o m e n  a n d  g i r l s . ”

T h e  s e s s i o n  p r e s e n t e d  p o l i c y  o p t i o n s ,  o p p o r t u n i t i e s ,  e n t r y  p o i n t s ,  a n d  l e s s o n s  l e a r n e d
f r o m  o n g o i n g  e f f o r t s  a t  a d d r e s s i n g  a  n u m b e r  o f  s p e c i f i c  i s s u e s  f a c i n g  w o m e n  a n d  g i r l s .
N i k k i  w a s  i n v i t e d  o n  b e h a l f  o f  C L A N  t o  p r e s e n t  a  3  m i n u t e  i n t e r v e n t i o n  d u r i n g  t h e
i n t e r a c t i v e  d i a l o g u e  p o r t i o n .

N i k k i  s p o k e  o n  b e h a l f  o f  C L A N  o n  l e a v i n g  n o  c h i l d r e n  w i t h  n o n  c o m m u n i c a b l e  d i s e a s e s
b e h i n d ,  e s p e c i a l l y  y o u n g  g i r l s  w i t h  i n c r e a s e d  m o r b i d i t y  a n d  m o r t a l i t y  f r o m  t h e s e  c h r o n i c
c o n d i t i o n s  i n  l o w  a n d  m i d d l e  i n c o m e  c o u n t r i e s .  N i k k i  p r o v i d e d  p e r s o n a l  e x p e r i e n c e  o n
l i v i n g  w i t h  a  s i b l i n g  w i t h  a n  N C D ,  a s  w e l l  a s  s t a t i s t i c s  o n  t h e  g r a v i t y  N C D  p r e v a l e n c e  a n d
d i s p a r i t i e s  a c r o s s  t h e  g l o b e ,  p a r t i c u l a r l y  i n  L M I C S  a n d  M I C s .  O n  b e h a l f  o f  t h e  N C D
c o m m u n i t y ,  s h e  a d v o c a t e d  f o r  i n c r e a s e d  n e w b o r n  s c r e e n i n g  a s  i n n o v a t i o n  t o  r e d u c e  t h e
i n e q u a l i t i e s  f o r  d i s a d v a n t a g e d  y o u n g  g i r l s  f r o m  s u c h  b a c k g r o u n d s .  
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I n t e r n s

T é a  L a
T é a  i s  a  C o m m u n i t y  D e v e l o p m e n t  O f f i c e r  f o r  C L A N  a n d  N e w
C o l o m b o  P l a n  S c h o l a r  f o r  t h e  D e p a r t m e n t  o f  F o r e i g n  A f f a i r s  a n d
T r a d e  ( D F A T ) .  T é a  h a s  n o t a b l y  w o r k e d  w i t h  l o c a l  c o m m u n i t i e s
a n d  h e a l t h  p r o f e s s i o n a l s  i n  t h e  R e p u b l i c  o f  K o r e a  a n d  I n d o n e s i a ,
w i t h  a  f o c u s  o n  c h i l d r e n  l i v i n g  w i t h  o s t e o g e n e s i s  i m p e r f e c t a  ( O I )
a n d  d i a b e t e s .  T é a  r e c e i v e d  h e r  b a c h e l o r ’ s  d e g r e e  i n  B i o m e d i c i n e
a n d  h a s  f u t u r e  a s p i r a t i o n s  i n  t h e  P h y s i o t h e r a p y  f i e l d ,  w h e r e  s h e
c a n  c o n t i n u e  t o  w o r k  a l o n g s i d e  p e o p l e  t o  h e l p  i m p r o v e  t h e i r  w e l l -
b e i n g .

D u r i n g  T é a ’ s  i n t e r n s h i p  i n  I n d o n e s i a ,  s h e  a s s i s t e d  F O S T E O ,  t h e
O I  c o m m u n i t y  i n  I n d o n e s i a ,  t o  o r g a n i s e  t h e  c e l e b r a t i o n  o f
W i s h b o n e  D a y  2 0 2 3 .  L e a d i n g  u p  t o  t h e  e v e n t ,  s h e  w a s  m e n t o r e d
b y  J o  R a g e n  a n d  c o l l a b o r a t e d  w i t h  t h e  i n t e r n a t i o n a l  O I
c o m m u n i t y  t o  c r e a t e  C L A N ’ s  O I  C h i l d - F r i e n d l y  R i g h t s  F l y e r .  A t
t h e  W i s h b o n e  D a y  e v e n t ,  s h e  s p o k e  t o  y o u n g  p e o p l e  l i v i n g  w i t h
O I  a n d  l i s t e n e d  a s  t h e y  s p o k e  a b o u t  t h e i r  d a i l y  c h a l l e n g e s .  T h e s e
p e r s o n a l  s t o r i e s  a n d  e n c o u n t e r s  h a v e  f u r t h e r  c o n s o l i d a t e d  h e r
d r i v e  t o  c o n t i n u e  t h e  e f f o r t s  o f  C L A N .

T é a  i s  a l s o  h o n o u r e d  t o  h a v e  a t t e n d e d  t h e  D i a b e t e s  C a m p  w h e r e  s h e  o b s e r v e d  t h e  f u n  a c t i v i t i e s
h e l d  f o r  c h i l d r e n  a n d  y o u n g  p e o p l e  l i v i n g  w i t h  d i a b e t e s  a n d  t h e i r  f a m i l i e s .  S h e  w a s  g i v e n  a n
o p p o r t u n i t y  t o  c o l l a b o r a t e  w i t h  t h e  l o c a l  d i a b e t e s  c o m m u n i t y  a n d  h e a l t h  p r o f e s s i o n a l s  t o  c o n d u c t  a
H e a l t h  N e e d s  A s s e s s m e n t  i n  e f f o r t s  t o  h i g h l i g h t  t h e  c h a l l e n g e s  a n d  b u r d e n s  f a c e d  b y  f a m i l i e s  w i t h
c h i l d r e n  l i v i n g  w i t h  d i a b e t e s .

“ W h e n  I  e m b a r k e d  o n  m y  j o u r n e y  w i t h  C L A N ,  I  w o u l d  n e v e r  h a v e  i m a g i n e d  t h e  u b i q u i t y  o f
o p p o r t u n i t i e s  t h a t  a w a i t e d  m e .  W i t n e s s i n g  t h e  h e a r t - w a r m i n g  p a s s i o n  o f  f a m i l i e s  a n d  h e a l t h
p r o f e s s i o n a l s  h a s  d r i v e n  m e  e v e n  f u r t h e r  t o  u t i l i s e  m y  k n o w l e d g e  a n d  p r i v i l e g e  t o  m a k e  p o s i t i v e
i m p a c t s  o n  o t h e r  p e o p l e ’ s  l i v e s .  T h e  u n w a v e r i n g  d e d i c a t i o n  a n d  t i r e l e s s  e f f o r t s  d i s p l a y e d  b y  t h e s e
i n d i v i d u a l s  h a s  i n s p i r e d  a  d e e p  s e n s e  o f  e m p a t h y  a n d  c o m m i t m e n t . ”

F a t i m a  I d a a y e n  F a t i m a  i s  a  r e c e n t  P s y c h o l o g y  g r a d u a t e ,  c u r r e n t l y  u n d e r t a k i n g
h e r  M a s t e r  o f  P u b l i c  H e a l t h  a t  M a c q u a r i e  U n i v e r s i t y .  S h e  h a s
b e e n  w o r k i n g  w i t h  C L A N  f o r  a p p r o x i m a t e l y  2  y e a r s ,  s t a r t i n g  o n
p r o j e c t s  a t  a n  a d  h o c  b a s i s  b e f o r e  u n d e r t a k i n g  t h e  p o s i t i o n  o f  a
N e w b o r n  S c r e e n i n g  C o m m u n i t y  D e v e l o p m e n t  o f f i c e r ,  w o r k i n g  t o
s c a l e  a n d  e x p a n d  I n d o n e s i a ’ s  N e w b o r n  S c r e e n i n g  P r o g r a m .  

A s  p a r t  o f  t h i s  s h e  s p e n t  6  m o n t h s  l i v i n g  i n  I n d o n e s i a ,  w o r k i n g
w i t h  t h e  I n d o n e s i a n  P a e d i a t r i c  S o c i e t y  a n d  t h e  M i n i s t r y  o f  H e a l t h
t o  s u p p o r t  N B S  e f f o r t s .  A  k e y  p a r t  o f  h e r  r o l e  w a s  w o r k i n g  o n  a
r e s e a r c h  p r o j e c t  t i t l e d ’  C o n g e n i t a l  A d r e n a l  H y p e r p l a s i a  ( C A H ) :
S i t u a t i o n  a n d  P o s s i b i l i t y  t o  d e v e l o p  a  N e w b o r n  S c r e e n i n g
P r o g r a m  i n  I n d o n e s i a -  A n  e x p l o r a t o r y  S t u d y .  T h e  p r o j e c t  i n v o l v e d
i n t e r v i e w i n g  3 0  p a r e n t s  w i t h  c h i l d r e n  d i a g n o s e d  w i t h  C A H  t o
c o m p a r e  e x p e r i e n c e s  o f  l a t e  v s .  e a r l y  d i a g n o s i s .  T h e  o v e r a l l
r e s u l t s  o f  t h e  s t u d y  f o u n d  t h a t  w h e n  c h i l d r e n  w e r e  d i a g n o s e d
e a r l y  i n  l i f e  i . e . ,  t h r o u g h  N B S ,  t h e y  h a d  a  g r e a t e r  Q o L ,  w e r e
p r o v i d e d  a c c e s s  t o  r e s o u r c e s  a n d  s e l f - e d u c a t i o n  o p p o r t u n i t i e s
a n d  w e r e  b e t t e r  p r e p a r e d  t o  m a n a g e  t h e  d i s o r d e r .  F a t i m a ’ s  w o r k
i n  t h i s  s p a c e  h a s  p r o m p t e d  h e r  t o  a  M a s t e r ’ s  i n  P u b l i c  H e a l t h ,
w h e r e  s h e  h o p e s  t o  w o r k  g l o b a l l y  t o  r e d u c e  h e a l t h  i n e q u i t i e s  a n d
c o n t r i b u t e  t o  C L A N s  m i s s i o n  o f  u n i v e r s a l  a c c e s s  t o  m e d i c i n e  a n d
g r e a t e r  Q o L  f o r  c h i l d r e n  e v e r y w h e r e .  F a t i m a  a s p i r e s  t o  c o n t i n u e
w o r k i n g  g l o b a l l y  t o  i n c r e a s e  a c c e s s  t o  e s s e n t i a l  h e a l t h  s e r v i c e s
a n d  r e s o u r c e s .  P l e a s e  s e e  t h e  n e x t  p a g e  f o r  F a t i m a ’ s  r e f l e c t i o n  o n
w h a t  i t ’ s  l i k e  t o  i n t e r n  i n  I n d o n e s i a .
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M y  E x p e r i e n c e  L i v i n g  i n  I n d o n e s i a
F a t i m a  I d a a y e n

T h e  p r o c e s s  o f  a p p l y i n g  t o  t h e  N e w  C o l o m b o  P l a n  S c h o l a r s h i p  t o  r e c e i v i n g  m y  a c c e p t a n c e  e m a i l
c o u l d  n o t  h a v e  p r e p a r e d  m e  f o r  t h e  f u l f i l l i n g  a n d  a m a z i n g  6  m o n t h s  I  s p e n t  i n  I n d o n e s i a .  T h e  6
m o n t h s  w e r e  p a c k e d  w i t h  a m a z i n g  c u l t u r a l  e x p e r i e n c e s  s u c h  a s  f o o d  a n d  l a n g u a g e  s t u d y .  I  w a s  g i v e n
t h e  o p p o r t u n i t y  t o  m a k e  m e a n i n g f u l  c o n t r i b u t i o n s  t o  k e y  h e a l t h  i n i t i a t i v e s  a n d  r e s e a r c h  w h i l s t
d e v e l o p i n g  a  l i f e - l o n g  p a s s i o n  f o r  p u b l i c  h e a l t h .

T h e  o p p o r t u n i t y  t o  l i v e  i n  a  c o u n t r y  w i t h  a  m a s s i v e  g e o g r a p h i c a l  s t r u c t u r e  c o u p l e d  w i t h  a  r i c h
h i s t o r y  m a d e  i t  i m p e r a t i v e  f o r  m e  t o  i m m e r s e  m y s e l f  w i t h i n  t h i s  e n v i r o n m e n t .  V i s i t i n g  Y o g y a k a r t a ,
B a l i ,  B e l i t u n g ,  B o g o r ,  a n d  s p e n d i n g  m o s t  o f  m y  t i m e  i n  J a k a r t a ,  I  w i t n e s s e d  t h e  w a y  i n  w h i c h  h i s t o r y
c o n t i n u e s  t o  w e a v e  i t s  w a y  i n t o  t h e  f a b r i c s  o f  I n d o n e s i a  t o d a y .  H o w e v e r ,  s o m e t h i n g  t h a t  s e e m e d  t o
r e m a i n  c o n s i s t e n t  w i t h  a l l  I n d o n e s i a n s  i s  t h e i r  e m b o d i m e n t  o f  “ S e m o a  b i s a  d i  a t u r ’ ,  w h i c h  t r a n s l a t e s
t o  ‘ e v e r y t h i n g  w i l l  w o r k  i t s e l f  o u t ’ .  H a v i n g  g r o w n  u p  i n  S y d n e y  a l l  m y  l i f e ,  t h i s  w a s  d e f i n i t e l y  a
c u l t u r e  s h o c k .  

M y  f i r s t  2  w e e k s  i n  J a k a r t a  w e r e  s t o c k p i l e d  w i t h  m e e t i n g s ,  t r y i n g  t o  o r g a n i s e  a  p r o j e c t  i n
I n d o n e s i a ,  a s  w e l l  a s  d i s c u s s  p o t e n t i a l  i n t e r n s h i p  o p p o r t u n i t i e s  w i t h  t h e  M i n i s t r y  o f  H e a l t h .  A f t e r
m u c h  d i s c u s s i o n ,  w e  d e c i d e d  t h a t  t h e  b e s t  w a y  t o  c o n t r i b u t e  t o  t h e  e x p a n s i o n  o f  N B S  a n d  s u p p o r t
t h e  C o n g e n i t a l  A d r e n a l  H y p e r p l a s i a  ( C A H )  c o m m u n i t y  i s  t h r o u g h  s h e d d i n g  a  l i g h t  o n  i t s  i m p a c t s
t h r o u g h  a  r e s e a r c h  p r o j e c t .  I t  f o c u s e d  o n  e x p l o r i n g  t h e  c h a l l e n g e s  f a c e d  b y  p a r e n t s / c a r e g i v e r s  o f
c h i l d r e n  w i t h  a  l a t e  d i a g n o s i s  o f  C A H .  A  l a t e  d i a g n o s i s  m e a n s  t h a t  N e w b o r n  S c r e e n i n g  ( N B S )  w a s
n o t  p o s s i b l e  a t  t h e  t i m e  o f  t h e  c h i l d ’ s  b i r t h .  C h i l d  o u t c o m e s  a n d  i t s  i m p a c t  o n  p a r e n t s / c a r e g i v e r s
w e r e  c o m p a r e d  w i t h  c h i l d r e n  w h o  h a d  t h e  o p p o r t u n i t y  f o r  e a r l y  i n t e r v e n t i o n ;  t h a t  i s ,  c h i l d r e n  w h o
h a d  N B S  c o v e r a g e .

A  s i g n i f i c a n t  e v e n t  t h a t  I  w a s  d e l i g h t e d  t o  h a v e  t h e  o p p o r t u n i t y  t o  b e  a  p a r t  o f  w a s  t h e  C o n g e n i t a l
H y p o t h y r o i d i s m  ( C H )  r e l a u n c h  e v e n t  h e l d  b y  t h e  I n d o n e s i a n  M i n i s t r y  o f  H e a l t h  ( M o H ) .  T h e  e v e n t
e m p h a s i s e d  t h e  n e e d  f o r  m a n d a t o r y  N B S  f o r  C H  a c r o s s  I n d o n e s i a .  S i n c e  t h e  p r o g r a m ’ s  i n i t i a l  l a u n c h
i n  2 0 1 3 ,  w h i c h  s a w  1 1  p r o v i n c e s  a d o p t  N B S  p r a c t i c e s ,  t h e r e  h a s  o n l y  b e e n  a  1 %  i n c r e a s e  ( f r o m  2 %
t o  3 % )  i n  N B S  t o  d a t e ,  c r e a t i n g  a n  u r g e n t  n e e d  s c a l e  a n d  e x p a n d  t h e  p r o g r a m .  C o n t r i b u t i n g  t o  t h i s
e x p a n s i o n  p r o c e s s  w a s  h i g h l y  r e w a r d i n g  a n d  p r o v i d e d  c o n t e x t  f o r  m y  i n t e r n s h i p  w i t h  t h e  M o H .  

I n  a n t i c i p a t i o n  o f  m y  i n t e r n s h i p  w i t h  t h e  M o H ,  I  h a d  t h e  o p p o r t u n i t y  t o  p a r t i c i p a t e  i n  d i s c u s s i o n s
s u r r o u n d i n g  N B S  p r o g r e s s  a n d  c h a l l e n g e s  w i t h  t h e  M i n i s t e r  o f  H e a l t h .  A t  t h e  t i m e ,  t h e  H e a l t h
M i n i s t r y  w a s  t r y i n g  t o  g e t  3 5 , 0 0 0  h e a l t h  p r o f e s s i o n a l s  t r a i n e d  w i t h  t h e  h e e l  p r i c k  t e s t  b y  D e c e m b e r
2 0 2 2 .  D i s c u s s i o n s  w e r e  b a s e d  a r o u n d  t h e  n e e d  t o  d e v e l o p  a n d  i m p l e m e n t  s t a n d a r d i s e d  t r a i n i n g
p r o g r a m s  i n  m o s t  h o s p i t a l s  a c r o s s  d i f f e r e n t  p r o v i n c e s  a s  w e l l  a s  a p p o i n t i n g  a  s p o k e  p e r s o n  f o r  e a c h
h o s p i t a l  t o  t r a c k  p r o g r e s s .  T o  a c h i e v e  t h i s  p u r p o s e ,  b i w e e k l y  m e e t i n g s  w e r e  s e t  u p  t o  k e e p  t r a c k  o f
t a r g e t s  a n d  k e y  m i l e s t o n e s .  I t  w a s  e x t r e m e l y  i n t e r e s t i n g  a n d  f u l f i l l i n g  t o  b e  i n v o l v e d  i n  s u c h
d i s c u s s i o n s ,  p a r t i c u l a r l y  g i v e n  I  w a s  a b l e  t o  s e e  t h e  p r o g r e s s  o f  t h o s e  i n i t i a t i v e s  t h r o u g h o u t  m y
t i m e  i n  I n d o n e s i a .  

39

M y  i n t e r n s h i p  w i t h  t h e  M i n i s t r y  o f  H e a l t h
f o c u s e d  o n  c o n d u c t i n g  p o l i c y  r e s e a r c h  t o
i d e n t i f y  k e y  N B S  m i l e s t o n e s  a n d  e x p a n s i o n
s t r a t e g i e s  t o  b o t h  l o w - t o - m i d d l e  i n c o m e
a n d  h i g h - t o - m i d d l e  i n c o m e  c o u n t r i e s .
O v e r a l l ,  m y  r e s e a r c h  f o u n d  t h a t  t h e  f i v e
b e s t  f e a t u r e s  o f  b e s t  p r a c t i c e  f o r  u n i v e r s a l
N B S  a l i g n e d  w i t h  C L A N s  f i v e  p i l l a r s :
a f f o r d a b l e  a c c e s s  t o  m e d i c i n e  a n d
e q u i p m e n t ;  e d u c a t i o n ,  r e s e a r c h ,  a n d
a d v o c a c y ;  o p t i m i s a t i o n  o f  m e d i c a l
m a n a g e m e n t ;  e n c o u r a g e m e n t  o f  f a m i l y
s u p p o r t  g r o u p s  ;  a n d  r e d u c i n g  f i n a n c i a l
b u r d e n s  a n d  p r o m o t i n g  f i n a n c i a l
i n d e p e n d e n c e .  



A n  i n i t i a t i v e  t h a t  w a s  s e t  u p  d u r i n g  m y  t i m e  i n  I n d o n e s i a  t o  d r i v e  i n t e r n a t i o n a l  c o l l a b o r a t i o n  w a s
t h e  C o m m u n i t y  o f  P r a c t i c e  ( C o P )  m e e t i n g s .  T h e  m e e t i n g s  w e r e  a  g r e a t  w a y  t o  c o m m u n i c a t e  a n d
s h a r e  i n s i g h t s  o f  N B S  s t r a t e g i e s  b y  e x p e r t s  i n  t h e  f i e l d  b e t w e e n  N e w  Z e a l a n d ,  I n d o n e s i a ,  a n d
A u s t r a l i a .  T h e  i n i t i a t i v e  h i g h l i g h t e d  s e v e r a l  c h a l l e n g e s  p e r t a i n i n g  t o  N B S  e x p a n s i o n .  T h i s  i n c l u d e d
l o g i s t i c a l  c h a l l e n g e s  s u c h  a s  e s t a b l i s h i n g  a n  e f f e c t i v e  c o u r i e r  s y s t e m  t o  c o l l e c t  a n d  d i s t r i b u t e
s a m p l e s .  F u r t h e r ,  i t  w a s  h i g h l i g h t e d  t h a t  t h e r e  w a s  a  m a s s i v e  d i f f e r e n c e  i n  s c a l e  m a g n i t u d e
b e t w e e n  t h e  t h r e e  c o u n t r i e s ;  t h i s  m e a n s  t h a t  s t r a t e g y  f o r m u l a t i o n  w o u l d  h a v e  t o  p u t  i n t o  c o n t e x t
I n d o n e s i a ’ s  l a r g e  g e o g r a p h i c a l  n a t u r e .  B e i n g  a  p a r t  o f  s u c h  d i s c u s s i o n s  h i g h l i g h t e d  t h e  c r u c i a l  n e e d
o f  i n t e r n a t i o n a l  c o l l a b o r a t i o n  t o  a c h i e v e  k e y  h e a l t h  i n i t i a t i v e s .    

O n e  o f  t h e  f i r s t  w e b i n a r s  I  h a d  t h e  o p p o r t u n i t y  t o  c o n t r i b u t e  t o  w a s  ‘ T h e  D e v e l o p m e n t  o f  N e w b o r n
S c r e e n i n g :  M o v i n g  B e y o n d  t h e  1 9 6 0 ’ s ’ .  T h e  e v e n t  w a s  e x t r e m e l y  i n s i g h t f u l ,  a l l o w i n g  m e  t o  r e f l e c t
o n  t h e  p r o s  a n d  c o n s  o f  i m p l e m e n t i n g  m a n d a t o r y  n e w b o r n  s c r e e n i n g  i n  c o u n t r i e s ,  N B S  a s  a  h o l i s t i c
p r o c e s s  a n d  t h e  r o l e  o f  h e a l t h  e c o n o m i s t s .  S p e a k e r s  h i g h l i g h t e d  t h e  n e e d  t o  f o c u s  o n  m a i n t a i n i n g
c l i n i c a l  n o r m s  a n d  t r u s t  i n  i n s t i t u t i o n s  a s  w e l l  a s  i m p r o v i n g  h e a l t h  c a r e  s e r v i c e s  a n d  i n f r a s t r u c t u r e .
A  c o r e  p a r t  o f  t h i s  i s  r a i s i n g  s o c i e t a l  a w a r e n e s s  t h r o u g h  e d u c a t i o n  a n d  e d u c a t i o n a l  m a t e r i a l s .  

T h e  U N C S W 6 7  e v e n t  w i t h  t h e  t h e m e  ‘ N e w b o r n  S c r e e n i n g :  R e s p o n d i n g  t o  t h e  u r g e n t  n e e d  t o
l e v e r a g e  e x i s t i n g  t e c h n o l o g y  f o r  g e n d e r  e q u a l i t y ’  p r o v i d e d  a  f a n t a s t i c  a n d  r e w a r d i n g  o p p o r t u n i t y  t o
b r i n g  m y  w o r k  i n  I n d o n e s i a  t o  a  c l o s e .  P r e s e n t i n g  o n  t h e  i m p o r t a n c e  o f  N B S  f o r  g i r l s ,  i t  w a s  g r e a t  t o
s h a r e  o n  k n o w l e d g e  I  h a v e  g a i n e d  d u r i n g  m y  t i m e  i n  I n d o n e s i a  w i t h  a t t e n d e e s .  N e x t  s t e p s  i n c l u d e
t h e  I n d o n e s i a  C o u n c i l  O p e n  C o n f e r e n c e ,  w h e r e  I  w i l l  b e  p r e s e n t i n g  o n  I n d o n e s i a ’ s  p r o g r e s s  w i t h
N B S  a n d  t h e  r e s e a r c h  p r o j e c t  t h a t  i s  c u r r e n t l y  u n d e r w a y .  

M y  t i m e  i n  I n d o n e s i a  w a s  m o r e  t h a n  I  c o u l d  h a v e  e x p e c t e d  o r  a s k e d  f o r ;  I  h a d  t h e  o p p o r t u n i t y  t o
m a k e  l i f e - l o n g  f r i e n d s  w h i l s t  f i n d i n g  a  p a s s i o n  w i t h i n  a  f i e l d  I  w o u l d  n o t  h a v e  b e e n  e x p o s e d  t o
w i t h o u t  t h i s  e x p e r i e n c e .  I  a m  e x c i t e d  t o  c o n t i n u e  m a k i n g  c o n t r i b u t i o n s  t o  k e y  h e a l t h  i n i t i a t i v e s
w h i l s t  s u p p o r t i n g  p a t i e n t s  a n d  f a m i l i e s .  
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G o v e r n a n c e  F r a m e w o r k

A c c o u n t a b i l i t i e s :
I n  o u r  w o r k ,  C L A N  p r o u d l y  a d h e r e s  t o  r e c o g n i s e d  n a t i o n a l  a n d  i n t e r n a t i o n a l  e t h i c a l
p r a c t i c e  d e v e l o p e d  a n d  i n f o r m e d  b y  t h e  f o l l o w i n g  s t a n d a r d s :

I F R C R C  ( I n t e r n a t i o n a l  F e d e r a t i o n  o f  R e d  C r o s s / R e d  C r e s c e n t  S o c i e t i e s )  C o d e  o f
C o n d u c t ;  
W A N G O  ( W o r l d  A s s o c i a t i o n  o f  N o n  G o v e r n m e n t  O r g a n i s a t i o n s )  C o d e  o f  E t h i c s  a n d
C o n d u c t  f o r  N G O s ;  
A C F I D  ( A u s t r a l i a n  C o u n c i l  F o r  I n t e r n a t i o n a l  D e v e l o p m e n t )  C o d e  o f  C o n d u c t ;  a n d  
A C N C  ( A u s t r a l i a n  C h a r i t i e s  a n d  N o t  f o r  P r o f i t  C o m m i s s i o n ) .

C L A N  p r o u d l y  a l i g n s  i t s  w o r k  a n d  p r o f e s s i o n a l  p r a c t i c e  i n  a c c o r d a n c e  w i t h  t h e  f o l l o w i n g :
U n i t e d  N a t i o n s  C o n v e n t i o n s  o n  t h e  R i g h t s  o f  t h e  C h i l d ;  
U n i t e d  N a t i o n s  M i l l e n n i u m  D e v e l o p m e n t  G o a l s ;  
T h e  S p h e r e  P r o j e c t  H u m a n i t a r i a n  C h a r t e r ;  a n d  
A C F I D  N G O  E f f e c t i v e n e s s  F r a m e w o r k  ( J u n e  2 0 0 4 )

C L A N  i s  a n  I n c o r p o r a t e d  O r g a n i s a t i o n  ( I n c )  a n d  o u r  a c t i v i t i e s  a r e  g u i d e d  b y  t h e  A r t i c l e  o f
A s s o c i a t i o n  ( C o n s t i t u t i o n )  a p p r o v e d  b y  t h e  N e w  S o u t h  W a l e s  D e p a r t m e n t  o f  F a i r  T r a d i n g
a n d  u n d e r p i n n e d  b y  o u r  O p e r a t i o n s  M a n u a l .  T h e  a c t i v i t i e s  t h a t  r e a l i s e  t h e  a c h i e v e m e n t
o f  C L A N ’ s  S t r a t e g i c  F r a m e w o r k  f o r  A c t i o n  a r e  d e t e r m i n e d  a n d  m o n i t o r e d  b y  C L A N ’ s  C o r e
C o m m i t t e e  c o m p r i s i n g  E x e c u t i v e  m e m b e r s  a n d  a  v a r i a b l e  n u m b e r  o f  g e n e r a l  c o m m i t t e e
m e m b e r s  w h o  a r e  i n v o l v e d  i n  p r o j e c t  w o r k  f o r  C L A N .  E x e c u t i v e  p o s i t i o n s  a r e  v o t e d  o n  a t
e a c h  A n n u a l  G e n e r a l  M e e t i n g  a s  p e r  t h e  C o n s t i t u t i o n .  

C L A N  A n n u a l  G e n e r a l  M e e t i n g s  a r e  h e l d  e a c h  y e a r ,  a n d  C L A N  A s s o c i a t i o n  C o m m i t t e e
m e e t i n g s  e v e r y  t w o  m o n t h s .  T h e  C L A N  w e b - s i t e  a n d  A n n u a l  R e p o r t s  a r e  t w o  k e y
m e c h a n i s m s  t h a t  a r e  u s e d  f o r  d i s s e m i n a t i n g  r e p o r t s  o n  C L A N ’ s  w o r k .

C L A N  F u n d i n g :
E t h i c a l  f u n d r a i s i n g  i s  v i t a l  t o  t h e  N o t - F o r - P r o f i t  a n d  c h a r i t a b l e  s e c t o r  i f  i t  i s  t o  p r o v i d e
i t s  c o m m u n i t y  a n d  s u p p o r t  b a s e  w i t h  c o n f i d e n c e  f o r  i t s  c a u s e .  T h e  a p p l i c a t i o n  o f  e t h i c s  i n
f u n d r a i s i n g  p r a c t i c e  p r o v i d e s  C L A N  w i t h  t h e  m e a n s  t o  e n t e r  i n t o  o n g o i n g  r e l a t i o n s h i p s  o f
t r u s t  w i t h  d o n o r s ,  s u p p o r t e r s ,  v o l u n t e e r s  a n d  i m p o r t a n t l y ,  a l s o  w i t h  t h e  b e n e f i c i a r i e s  o f
f u n d s  r a i s e d .  C L A N  s e e k s  t o  e s t a b l i s h  a n d  m a i n t a i n  h i g h  s t a n d a r d s  o f  e t h i c s  a m o n g s t  i t s
m e m b e r s ,  s t a f f  a n d  v o l u n t e e r s .  C L A N ’ s  e t h i c a l  p r i n c i p l e s  a r e :

H o n e s t y  –  C L A N  a c t s  h o n e s t l y  a n d  t r u t h f u l l y  s o  t h a t  p u b l i c  t r u s t  i s  p r o t e c t e d  a n d
d o n o r s  a n d  b e n e f i c i a r i e s  a r e  n o t  m i s l e d ;  
R e s p e c t  –  C L A N  a c t s  w i t h  r e s p e c t  f o r  t h e  d i g n i t y  o f  o u r  o r g a n i s a t i o n  a n d  w i t h  r e s p e c t
f o r  t h e  d i g n i t y  o f  p a r t n e r s ,  d o n o r s  a n d  b e n e f i c i a r i e s ;
I n t e g r i t y  –  C L A N  a c t s  o p e n l y  a n d  w i t h  r e g a r d  t o  o u r  r e s p o n s i b i l i t y  f o r  p u b l i c  t r u s t .  W e
d i s c l o s e  a l l  a c t u a l ,  o r  p o t e n t i a l  c o n f l i c t s  o f  i n t e r e s t  a n d  a v o i d  a n y  a p p e a r a n c e  o f
e t h i c a l ,  p e r s o n a l  o r  p r o f e s s i o n a l  m i s c o n d u c t ;  
E m p a t h y  –  C L A N  w o r k s  i n  a  w a y  t h a t  p r o m o t e s  o u r  p u r p o s e  a n d  e n c o u r a g e s  o t h e r s  t o
u s e  t h e  s a m e  p r o f e s s i o n a l  s t a n d a r d s  a n d  e n g a g e m e n t .  C L A N  v a l u e s  i n d i v i d u a l  p r i v a c y ,
f r e e d o m  o f  c h o i c e ,  a n d  d i v e r s i t y  i n  a l l  i t s  f o r m s ;  a n d  
T r a n s p a r e n c y  –  C L A N  r e p o r t s  t r a n s p a r e n t l y  a b o u t  t h e  w o r k  w e  d o ,  t h e  w a y  d o n a t i o n s
a r e  m a n a g e d  a n d  d i s b u r s e d ,  a n d  c o s t  a n d  e x p e n s e s  i n  a n  a c c u r a t e  a n d  c l e a r  m a n n e r .  
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R i s k  &  A u d i t  S u b c o m m i t t e e

C L A N ’ s  R i s k  a n d  A u d i t  S u b c o m m i t t e e  w a s  e s t a b l i s h e d  i n  F e b r u a r y  2 0 2 2 ,
w i t h  t h e  r o l e  o f  p r o v i d i n g  g o v e r n a n c e ,  o v e r s i g h t  a n d  l e a d e r s h i p  t o  e n s u r e
e f f i c i e n c t ,  e f f e c t i v e  a n d  e t h i c a l  f i n a i c a l  m a n a g e m e n t  a n d  w o r k  r e l a t e d  t o
r i s k  m a n a g e m e n t  f o r  C L A N  i n  i t s  w o r k  o v e r a l l  a n d  i n  s p e c i f i c  p r o j e c t s  a s
r e q u i r e d ,  a s  w e l l  a s  e n s u r i n g  e f f e c t i v e  d u e  d i l i g e n c e  i n  r e l a t i o n  t o
p a r t n e r s h i p s  a n d  o t h e r  a r r a n g e m e n t s  i n v o l v i n g  e x t e r n a l  p a r t i e s .  

T h e  S u b c o m m i t t e e  s e t  o u t  t o  a c h i e v e  t h e  f o l l o w i n g  o u t c o m e s :
D e v e l o p ,  m o n i t o r  a n d  p r e s e n t  b u d g e t ,  e x p e n s e  a n d  f i n a n c i a l  r i s k
m a n a g e m e n t  r e p o r t s
D e v e l o p  a n d  m a i n t a i n  a  F r a u d  C o n t r o l  P l a n
F a c i l i t a t e  t h e  a n n u a l  f i n a n c i a l  a u d i t  
D e v e l o p  a n d  m a i n t a i n  f i n a n c i a l  a n d  r i s k  r e l a t e d  p o l i c i e s  
P a r t n e r  d u e  d i l i g e n c e  a s s e s s m e n t s
C o n d u c t  a n d  a s s i s t  i n  t h e  p r e p a r a t i o n  o f  r i s k  a s s e s s m e n t s  f o r  C L A N  a n d
C L A N  p r o j e c t s  a s  r e q u i r e d
M a i n t a i n  t h e  r i s k  m a n a g e m e n t  p l a n  a n d  r i s k  r e g i s t e r
M a n a g e  t h e  C L A N  C o n s t i t u t i o n ,  P o l i c y  H a n d b o o k  a n d  I n d u c t i o n
H a n d b o o k
D e v e l o p  t r a i n i n g  p a c k a g e s  f o r  t h e  C L A N  C o m m i t t e e ,  p r o j e c t  l e a d s ,
p a r t n e r s  a s  r e q u i r e d
C o l l e c t  a n d  c o l l a t e  d a t a  f o r  r e p o r t i n g  a s  r e q u i r e d
P r o j e c t s ,  r e s e a r c h  a n d  r e p o r t s  a s  r e q u i r e d .

O v e r  t h e  p a s t  f i n a n c i a l  y e a r ,  t h e  R i s k  a n d  A u d i t  S u b c o m m i t t e e  h a s  h e l d
f o u r  m e e t i n g s .  T h e s e  m e e t i n g s  c o n s i s t  o f  a  r e g u l a r  r e v i e w  o f  t h e  C L A N  a n d
@ M A T E S 4 K i d s  R i s k  R e g i s t e r ,  f i n a n c i a l  i s s u e s ,  a n d  a n  a s s e s s m e n t  p r o j e c t -
r e l a t e d  r i s k s  a n d  e x p e n s e s .  

J o s e p h  H a n s e n  –  C h a i r
C a t h e r i n e  C o l e  –  M e m b e r  

G r a c e  S t r i k  –  S e c r e t a r y  
V e r o n i k a  M a l e š  -  M e m b e r
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T h e  T r e a s u r e r  r e p o r t s  t h a t  C L A N  i s  c o m p l i a n t  w i t h  t h e  A u s t r a l i a n  C o u n c i l  f o r
I n t e r n a t i o n a l  D e v e l o p m e n t  ( A C F I D )  f i n a n c i a l  p o l i c i e s  a n d  r e q u i r e m e n t s ,  i n  p a r t i c u l a r ,
t h e  F u n d r a i s i n g  P o l i c y .

T h e r e  h a s  b e e n  n o  c h a n g e  i n  a u d i t o r  f r o m  t h e  p r i o r  y e a r ,  a n d  C L A N ’ s  2 0 2 2 / 2 0 2 3
f i n a n c i a l  s t a t e m e n t s  h a v e  b e e n  s i g n e d  o f f .

I n  t h e  2 0 2 3  F i n a n c i a l  Y e a r ,  C L A N  m a d e  a  l o s s  o f  $ 4 , 2 3 4 .  T o t a l  d o n a t i o n  i n c o m e  c a m e  t o
$ 5 8 , 3 6 5 ,  i n c l u d i n g  g r a n t  i n c o m e  o f  $ 4 1 , 3 0 0 ,  w h i l e  e x p e n s e s  t o t a l l e d  $ 6 2 , 5 9 9 .
 
N o n - d i s c r e t i o n a r y  e x p e n s e s  w e r e  $ 1 0 , 5 3 1  w h i c h  w a s  s l i g h t l y  h i g h e r  t h a n  l a s t  y e a r ,
d r i v e n  b y  s p e n d i n g  o n  e d u c a t i o n a l  r e s o u r c e s  f o r  v a r i o u s  c o m m u n i t i e s  i n c l u d i n g  O I  a n d
e p i l e p s y .
 
D i s c r e t i o n a r y / p r o j e c t  e x p e n s e s  w e r e  $ 5 2 , 0 6 8 ,  o f  w h i c h ,  $ 1 2 , 0 6 8  w e n t  t o  C L A N ’ s
p r o j e c t s .  T h e s e  p r o j e c t s  a c c o m p l i s h e d  t h e  f o l l o w i n g :

B u r u n d i :
C L A N  f u n d e d  t h e  B u r u n d i  N C D  A l l i a n c e  t o  i m p l e m e n t  c o m m u n i t y  d e v e l o p m e n t  i n i t i a t i v e s
i n  s u p p o r t  o f  t h e  T 1 D i a b e t e s  C o m m u n i t y  o f  B u r u n d i .  C l u b  m e e t i n g s ,  c o n s u l t a t i o n s  a n d
e d u c a t i o n a l  s e s s i o n s  w e r e  d e l i v e r e d .

M a t e s 4 K i d s :
C L A N  h a s  b e e n  p r o u d  t o  s u p p o r t  t h e  e s t a b l i s h m e n t  o f  t h e  @ M A T E S 4 K i d s  m o v e m e n t .
F u n d s  h a v e  s u p p o r t e d  U N  e v e n t s ,  d e v e l o p m e n t  o f  i n f o r m a t i o n a l  r e s o u r c e s  a n d
S e c r e t a r i a t  f u n c t i o n s .

I n d o n e s i a :
F u n d s  w e r e  s h a r e d  w i t h  I n d o n e s i a  t o  s u p p o r t  c h i l d h o o d  N C D  C o m m u n i t y  a c t i v i t i e s ,  s u c h
a s  W i s h b o n e  D a y  c e l e b r a t i o n s  ( f o r  t h e  O I  C o m m u n i t y ) ,  C l u b  m e e t i n g s ,  t r a n s l a t i o n  o f
C h i l d - F r i e n d l y  R i g h t s  F l y e r s  i n t o  B a h a s a  I n d o n e s i a  a n d  c o m m u n i t y  c o n s u l t a t i o n s .  

S r i  L a n k a :  
C A H  m e d i c i n e s  w e r e  e x p o r t e d  f r o m  P a k i s t a n  t o  S r i  L a n k a  ( w i t h  f u n d i n g  s u p p o r t  f r o m  t h e
C A H  C o m m u n i t y  o f  G e r m a n y )  i n  s u p p o r t  o f  t h e  C A H  C o m m u n i t y  o f  S r i  L a n k a  d u r i n g  t h e i r
r e c e n t  f i n a n c i a l  d o w n t u r n .

I n d i g e n o u s  N C D s :
T h e  I n d i g e n o u s N C D s  m o v e m e n t  w a s  f o u n d e d  b y  C L A N  i n  2 0 1 8 ,  w i t h  a  v i e w  t o  p r o m o t i n g
t h e  v o i c e s  a n d  p e r s p e c t i v e s  o f  F i r s t  N a t i o n s  p e o p l e s  i n  t h e  i n t e r n a t i o n a l  N C D  d i s c o u r s e .
F i r s t  N a t i o n s  p e o p l e s  a r e  n o w  a  r e g u l a r  f e a t u r e  i n  W H O  a n d  N C D  A l l i a n c e  a c t i v i t i e s ,  a n d
a  v i d e o  o n  t h e  e x p e r i e n c e s  o f  M s  L a V e r n e  B e l l e a r  ( C E O  o f  A M S  R e d f e r n )  i n  2 0 2 2  w a s  a n
e s p e c i a l  h i g h l i g h t .  I n d i g e n o u s N C D s  w a s  c l o s e d  a s  a  c o m p a n y  i n  2 0 2 4  b u t  c o n t i n u e s  a s  a
s o c i a l  m e d i a l  p l a t f o r m  a n d  w e b s i t e .

F Y 2 4
F r o m  1  J u l y  2 0 2 3 ,  C L A N  h a s  b e e n  r u n n i n g  a t  a  p r o f i t  t h a n k s  t o  g e n e r o u s  p e r s o n a l
d o n a t i o n s .
 
U p c o m i n g  n o n - d i s c r e t i o n a r y  e x p e n s e s  w i l l  i n c l u d e  a u d i t o r  f e e s  a n d  i n s u r a n c e ,  w h i c h  w i l l
c o m e  t o  a p p r o x i m a t e l y  $ 5 , 5 0 0 .

C L A N  h a s  a  c u r r e n t  c a s h  b a l a n c e  o f  $ 4 0 , 5 9 3 .

F i n a n c i a l  I n f o r m a t i o n
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CLAN (CARING &  L IV ING AS NEIGHBOURS)  INCORPORATED 
COMMITTEES '  REPORT
For  the  yea r  ended  30  June  2023  

Your  commi t tee  members  p resen t  the i r  repo r t  t oge the r  w i th  the  f i nanc ia l  s ta temen ts  o f
CLAN (Car ing  &  L i v ing  As  Ne ighbours )  I nco rpo ra ted  fo r  t he  f i nanc ia l  yea r  ended  30  June
2023 .  

Commit tee  members  
The  names  o f  t he  commi t tee  members  i n  o f f i ce  a t  any t ime  du r ing  o r  s ince  the  end  o f  t he
year  a re :  

D r  Ka te  A rms t rong  (P res iden t )  
Ca the r ine  Co le  (V ice -p res iden t )  
Joseph  Hansen  (T reasure r )  
Mar i l yn  Hansen  
Laura  Co lenbrander  

Pr inc ipa l  ac t iv i t ies
CLAN i s  commi t ted  to  equ i t y  fo r  ch i l d ren  l i v i ng  w i th  ch ron ic  hea l th  cond i t i ons  i n  resource
poor  coun t r i es .  

CLAN 's  S t ra teg i c  F ramework  Fo r  Ac t i on  fac i l i t a tes  mu l t i sec to ra l ,  co l l abo ra t i ve  and
commun i t y  deve lopmen t  focused  e f fo r t s  on  f i ve  key  p i l l a rs :  

A f fo rdab le  access  to  essen t ia l  med ic ines ;  
Educa t ion ,  research  and  advocacy ;  
Op t ima l  med ica l  management ;  
Encouragement  o f  Suppor t  Groups ;  and  
Reduc ing  pover t y  and  p romot ing  f i nanc ia l  i ndependence .  

The  ma jo r i t y  o f  CLAN 's  work  occu rs  i n  pa r tne rsh ip  w i th  commun i t i es ,  hea l th  p ro fess iona ls
and  o the r  s takeho lde rs  i n  the  As ia  Pac i f i c  and  A f r i ca .  

Sign i f icant  Changes  
No s ign i f i can t  change  in  the  na tu re  o f  t hese  ac t i v i t i es  occu r red  du r ing  the  f i nanc ia l  yea r .  

Operat ing  Resu l t  
The  loss  a f te r  p rov id ing  fo r  i ncome tax  amoun ted  to  $4 ,234 .  

Audi tor 's  Independence  Dec lara t ion  
A copy  o f  t he  aud i to rs  i ndependence  dec la ra t i on  as  requ i red  under  s60 -40  o f  t he
Aus t ra l i an  Char i t i es  and  No t - fo r -p ro f i t s  Commiss ion  Ac t  2012  fo l l ows .  

S igned  in  acco rdance  w i th  a  reso lu t i on  o f  t he  members  o f  t he  commi t tee :  

Financ ia l  Repor t  -  30  June  2023
CLAN (Car ing  and  L iv ing  As  Ne ighbours )  Incorpora ted
ABN 30  897  322  928

29 October 2023
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The above statement of profit or loss and other comprehensive income should be read in conjunction with
the accompanying notes 

45



The above statement of financial position should be read in conjunction with the accompanying notes
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The above statement of changes in equity should be read in conjunction with the accompanying notes
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The above statement of cash flows should be read in conjunction with the accompanying notes
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CLAN (CARING & LIVING AS NEIGHBOURS) INCORPORATED 
NOTES TO THE FINANCIAL STATEMENTS
For the year ended 30 June 2023

Note 1. Summary of Significant accounting policies 

New or amended Accounting Standards and Interpretations adopted 
The incorporated association has adopted all of the new or amended Accounting Standards and
Interpretations issued by the Australian Accounting Standards Board ('AASB') that are mandatory for the
current reporting period. 

Any new or amended Accounting Standards or Interpretations that are not yet mandatory have not been
early adopted. 

Financial Reporting Framework 
The committee have prepared the financial statements on the basis that the association is a non-reporting
entity because there are no users dependent on general purpose financial statements. These financial
statements are therefore special purpose financial statements that have been prepared in order to meet the
requirements of the Australian Council of International Development (ACFID) Code of Conduct, the
Australian Charities and Not-for-profits Commission Act 2012 (ACNC Act) and the Associations
Incorporation Act 2009 New South Wales. The association is a not-for-profit entity for financial reporting
purposes under Australian Accounting Standards. 

Statement of Compliance 
The financial statements have been prepared in accordance with the mandatory Australian Accounting
Standards applicable to entities reporting under the ACFID Code of Conduct, the ACNC Act and the
Associations Incorporation Act 2009 New South Wales and the significant accounting policies disclosed
below, which the committee have determined are appropriate to meet the needs of members. Such
accounting policies are consistent with those of previous periods unless stated otherwise. 

Basis of preparation 
The financial statements have been prepared on a cash basis and are based on historical costs unless
otherwise stated in the notes. Material accounting policies adopted in the preparation of these financial
statements are presented below and have been consistently applied unless stated otherwise. 

The following significant accounting policies, which are consistent with the previous period unless stated
otherwise, have been adopted in the preparation of these financial statements. 

These financial statements have been prepared in accordance with the the ACFID Code of Conduct, the
ACNC Act, the recognition and measurement requirements specified by the Australian Accounting
Standards and Interpretations issued by the Australian Accounting Standards Board ('AASB') and the
disclosure requirements of AASB 101 'Presentation of Financial Statements', AASB 107 'Statement of Cash
Flows', AASB 108 'Accounting Policies, Changes in Accounting Estimates and Errors', AASB 1048
'Interpretation of Standards' and AASB 1054 'Australian Additional Disclosures', as appropriate for not-for
profit oriented entities. 

Foreign currency translation 
The financial statements are presented in Australian dollars, which is CLAN (CARING & LIVING AS
NEIGHBOURS)'s functional and presentation currency. 
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(CLAN (CARING & LIVING AS NEIGHBOURS) INCORPORATED 
NOTES TO THE FINANCIAL STATEMENTS
For the year ended 30 June 2023 

Note 1. Summary of Significant accounting policies (continued) 

a) Revenue and Other Income 
Non-reciprocal grant revenue is recognised in profit or loss when the association obtains control of the grant
and it is probable that the economic benefits gained from the grant will flow to the association and the
amount of the grant can be measured reliably. 

If conditions are attached to the grant which must be satisfied before it is eligible to receive the contribution,
the recognition of the grant as revenue will be deferred until those conditions are satisfied. 

Donations, bequests and interest are recognised as revenue when received. 

Revenue from the rendering of services is recognised upon the delivery of the service to the customer 

All revenue is stated net of the amount of goods and services tax. 

(b) Income tax 
The Association is exempt from Income Tax. 

(c) Cash on Hand 
Cash on hand includes cash on hand, deposits held at call with banks, other short-term highly liquid
investments with original maturities of three months or less. 

Trade and other receivables 
Trade receivables are initially recognised at fair value and subsequently measured at amortised cost using
the effective interest method, less any allowance for expected credit losses. Trade receivables are
generally due for settlement within 30 days. 

(d) Goods and Services Tax (GST) 
Revenues, expenses and assets are recognised net of the amount of GST, except where the amount of
GST incurred is not recoverable from the Australian Taxation Office (ATO). 

Receivables and payables are stated inclusive of the amount of GST receivable or payable. The net
amount of GST recoverable from, or payable to, the ATO is included with other receivables or payables in
the statement of financial position. 

(e) Comparative Figures 
When applicable comparative figures have been adjusted to conform to changes in presentation for the
current financial year. 
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(CLAN (CARING & LIVING AS NEIGHBOURS) INCORPORATED 
NOTES TO THE FINANCIAL STATEMENTS
 For the year ended 30 June 2023 

51



(CLAN (CARING & LIVING AS NEIGHBOURS) INCORPORATED 
NOTES TO THE FINANCIAL STATEMENTS
 For the year ended 30 June 2023 
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AUDITOR’S INDEPENDENCE DECLARATION UNDER
SECTION 60-40 OF THE AUSTRALIAN CHARITIES AND NOT-FOR-PROFITS COMMISSION ACT 2012 
TO THE COMMITTEE OF CLAN (CARING AND LIVING AS NEIGHBOURS) INCORPORATED

In relation to our audit of the financial report of CLAN (Caring And Living As Neighbours) Incorporated for
the financial year ended 30 June 2023 an in accordance with the requirements of subdivision 60-C of the
Australian Charities and Not-for-profits Commission Act 2012. We declare that, to the best of our
knowledge and belief, during the year ended 30 June 2023 there have been no contraventions of:

i. the auditor independence requirements as set out in the Australian Charities and Not-for-profits
Commission Act 2012 in relation to the audit; and
ii. any applicable code of professional conduct in relation to the audit.
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CLAN Child Health

CLAN Child Health
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