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1. Mission Statement

The mission of the Foundation shall be to support people affected by Muscular
Dystrophy and Neuromuscular disorders and endeavor to improve the quality of life of
its members with evidence-based research.

2. About Us

The Muscular Dystrophy Foundation of South Africa (MDFSA) is a registered non-profit
organisation — Reg. No. 004-152 NPO — consisting of a national office and three branches
which operate in the nine provinces of South Africa.

The Organisation was founded in 1974 by Mr. and Mrs. Newton Walker of
Potchefstroom who, at the time, had a son affected with Duchenne Muscular Dystrophy.
The Foundation was established with the aim of reaching out to other parents and
families in a similar situation and to support research into this disease with the ultimate
goal of finding a cure. The Foundation has been actively involved in carrying out this aim
for the past 40 years.

The Foundation’s role within social integration, support services, Muscular Dystrophy
awareness programmes and Muscular Dystrophy diagnostic research support is to:

e Enable people to participate in identifying Muscular Dystrophy needs and to
respond appropriately.

o Develop equal caring and coping services for people affected by Muscular
Dystrophy.

e Support affected people with specialised assistive equipment.

e Create public awareness on Muscular Dystrophy issues and disability.

e Strive for the recognition and protection of the rights of people affected by Muscular
Dystrophy as a disability.

e Support and promote diagnostic research into the causes and treatment of Muscular
Dystrophy.

e  Generate funds to support and sustain our work.

e Collaborate and communicate on a national, provincial, international, governmental
and non-governmental basis on policy matters relating to all aspects of muscular
dystrophy.

e Assist individuals to form self help and support groups.



3. Chairperson’s Message

It is both an honour and a privilege to welcome you all to the Annual General Meeting of
the Muscular Dystrophy Foundation of South Africa. On behalf of the Executive
Committee, | extend a heartfelt thank you to each one of you for being here today and
for your continued commitment to our cause.

This past year has been one of both challenges and achievements. As we reflect on our
journey, | am deeply proud of the resilience and dedication shown by our staff,
volunteers, partners, and most importantly, our members and their families. You remain
the reason we do what we do, and your strength inspires us every day.

One of our greatest milestones this year was the celebration of MDFSA’s 50th
anniversary. Half a century of service is a remarkable achievement - a testament to the
vision of our founders, the commitment of our teams, and the generosity of countless
supporters who have walked this journey with us. That celebration was not only about
looking back with gratitude, but also about renewing our pledge to serve with
compassion, integrity, and purpose as we move into the future.

Equally important is the work we do in supporting our members. From psycho-social
support to genetic testing assistance and the facilitation of support groups, our mission
has always been to ensure that no family faces this journey alone. The partnerships we
have built with international organisations have also helped us bring valuable knowledge
and connections back home, ensuring our members remain informed about the latest
global developments in treatment and research.

Our sustainability remains an ongoing priority. We are deeply grateful to Crossbow
Marketing Consultants, our long-standing fundraising partner, and to every donor,
supporter, and corporate partner who has invested in our mission. Your generosity
makes it possible for us to continue serving.

As we look to the future, MDFSA is undergoing an important process of restructuring.
We recognise that we must adapt to ensure equitable service delivery across all regions,
strengthen our fundraising base, and position ourselves as a unified, national
organisation capable of making a lasting impact. This transformation is not easy, but it is
necessary, and we are committed to managing it carefully and responsibly.

In closing, | want to express my deepest appreciation to my fellow EXCO members for
their governance and wisdom, to our Director and staff for their tireless dedication, to
our volunteers for their generous service, and most of all to our members - you are the
heart of this Foundation.

Together, we will continue to advocate, support, and empower, and to work towards a
future where people with muscular dystrophy are treated with dignity, respect, and
compassion.

S, \_

< ]

Erik Andersen
Chairperson: Executive Committee
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4. Director’s Report

| am delighted to present the Annual Report for the Muscular Dystrophy Foundation of
South Africa for the period April 2024 to March 2025.

4.1.Governance
The Muscular Dystrophy Foundation‘s National Executive Committee was comprised
of eight executive members representing each Branch in the following portfolios:

e Gauteng: Andrew Miller (Treasurer), Karan Singh and Anri Human
(Secretary).

e Western Cape: Lee Leith, Lauren Schultz and Thys Blom.

e KwaZulu Natal: Erik Andersen (Chairperson), Pamela Rapiti, Noel Pillay (Vice
chairperson) and Prylash Singh.

4.2.Strategic Objectives for 2024 /25
Strategic Planning was conducted on 12 March 2022. The strategic objectives for
the year were as follows:

e Strategic objective 1: To create advocacy, awareness and public education
programs regarding muscular dystrophy.

e Strategic objective 2: Outreach to members.

e Strategic objective 3: Govern and manage the organisational structure of
MDSA.

e Strategic objective 4: Fundraising.

e Strategic objective 5: Support and strengthen the social work support
programme at branches.
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National EXCO
Eric Andersen, Noel Pillay, Anri Human, Karan Singh,

Pamela Rapiti, Thys Blom, Lauren Schultz, Andrew Miller, Prylash Singh, Lee Leith, Riande
Van den Berg

National Office

Director - Gerda Brown

Administrator/fundraiser - Sarie Truter

T T

| Western Cape Branch KwaZulu Natal Branch
Gauteng Branch Office coordinator - Vanessa Jordaan Volunteer Administrator -

ini _Li Debbie Goldstone
General Manager - Robert Scott Administrator - Linda Jonker

Social Worker - Samantha Muller &

Social Workers - Lee-Ann Stapelberg & 1 Sasha.Lee Julies

Vacant
Social Auxiliary Workers - Mischa

Fisher & Phumla Ntuntu







4.3. National Service Delivery Programmes

4.3.1. Advocacy, Awareness and Public Education Programmes

One of the key roles of the National Office is to inform and educate the public about the
work of the Foundation, muscular dystrophy, and disability in general. During this
reporting period, MDFSA continued its commitment to raising awareness and sharing
knowledge within our communities.

Radio
The Director was interviewed on True FM to raise awareness about muscular dystrophy
and to mark International MD Awareness Month.

Television
On 6 September 2024, Prof. Anri Human appeared on a live broadcast on KykNet to mark
World Duchenne Awareness Day.

Online Media
Social media remained the cornerstone of our awareness efforts. The MDFSA Facebook
page published 221 updates, growing its following from 2401 to 2507.

The Foundation also continued to grow its YouTube channel, sharing 19 new videos
featuring expert interviews and member stories. The channel now has 173 subscribers.

Our website is regularly updated with current and relevant content: www.mdsa.org.za.
Our blog, mdfblog.org.za, shared 51 articles during this period.

MDFSA Mascot

On 13-14 May 2024, MDFSA conducted awareness workshops at all four Vega College
campuses to educate students about muscular dystrophy and its impact on individuals
and families. These sessions were warmly received, and Vega School agreed to assist
with animating the story of Abiri, the MDFSA mascot. These creative clips are now
available on our Facebook page and YouTube channel.
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We extend our heartfelt gratitude to the Vega students for their outstanding work,
creativity, and dedication in producing these impactful awareness videos.




Public Awareness Campaigns

In September, MDFSA hosted its sixth annual “Get into the Green Scene” campaign to
mark International Muscular Dystrophy Awareness Month. This visually striking
campaign encouraged participants to share themed photos on social media, using the
official green colour.

A total of 22 corporates, 59 individuals, and MDFSA staff participated, making the
campaign a resounding success with many new supporters involved.
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Awareness Days/Months

A vital part of our mission is addressing misconceptions and stigma surrounding disability
and muscular dystrophy. By highlighting member stories, we share authentic
perspectives during significant awareness days.

In this period, MDFSA marked:

e Myasthenia Gravis Month

e World Duchenne Day

e Limb Girdle Awareness Day

e World FSHD Day

e International Friedreich’s Ataxia Day
e Myotonic Awareness Day

e Charcot-Marie-Tooth Awareness Day

Additionally, occupational therapist Kiara Thoolsiram produced a video on the
importance of proper wheelchair seating for International Wheelchair Day.

We thank Marinus Mans for conducting member interviews with compassion, creating a
safe space for our members to share their journeys.

LN
N
=)
N
—
<
=,
1
<
N
=)
N
—
a
<

Annual Report




Awareness Material

To support newly diagnosed individuals and families, MDFSA developed an information
manual on Duchenne Muscular Dystrophy (DMD). This resource has been distributed at
clinics and hospitals to improve understanding and reduce misconceptions.

DUCHENNE MUSCULAR DYSTROPHY (DMD)

BY
PARENT PROJECT MUSCULAR DYSTROPHY

Sclections from the Parent Project Muscular Dystrophy website:
compiled by Gerda Brown
for the Muscular Dystrophy Foundation of South Africa

4.3.2. Outreach to Members

Supporting individuals and families affected by muscular dystrophy remains central to
MDFSA’s mission. We provide psycho-social support, access to assistive devices, and
trusted information.
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MDF Newsletter
In 2024, the Foundation transitioned from a traditional magazine to an interactive
quarterly digital newsletter (PDF format). The first issue was released in June 2024.
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() MDFSA Embraces Change:
c Introducing Our New Quarterly
<E Newsletter

By Gerda Brown

WHATIS MIISCULAR IYSTAO PHY?

HOW YOU AN HELP

Access to Treatment
MDFSA encourages members to join registries, which connect patients to research,
clinical trials, and improved care standards.




Through our affiliation with TREAT-NMD, MDFSA has added:

e 38 members with SMA

e 45 members with LGMD

e 22 members with DMD

to the Global Registry Portal. Curators were appointed on fixed-term contracts to
facilitate this process.

We also assisted 33 members with genetic testing, recognising its importance for
confirming diagnoses and accessing future treatments.

Support Groups
MDFSA facilitates support groups for members living with FSHD, LGMD, DMD, Congenital
MD, Myotonic MD, Charcot-Marie-Tooth, and SMA.

4.3.3. General Operations and Management

MDFSA’s 50th Anniversary

On 21 September, MDFSA celebrated 50 years of service with a commemorative
breakfast in Muldersdrift. This milestone event honoured five decades of support for
individuals and families affected by muscular dystrophy.

The celebration brought together donors, supporters, and community members. The
programme included inspirational speeches and tributes to the founders, volunteers, and
partners whose contributions shaped MDFSA’s legacy.

MDFSA Restructure

The current structure of four parallel NPOs has several flaws and therefore the decision
was made to investigate how MDFSA can be transformed to address uneven service
delivery across regions and minimise duplication of administrative and fundraising
efforts. This will be a long term process and will be phased in in different phases, i.e.

e Phase 1: Define vision statement — Completed

e Phase 2: Reposition National Office and centralise strategic functions — Completed
e Phase 3: Expand fundraising for national reach — In progress

e Phase 4: Assess feasibility of unifying into a single national organisation — Pending

Policy Development
The Volunteer Management Policy was reviewed to ensure systems remain fit for
purpose.
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4.3.4. Fundraising

Crossbow Fundraising Campaign

Crossbow Marketing Consultants (PTY) LTD has remained MDFSA’s most significant
funding partner since 1988. We express deep gratitude for their enduring support, which
remains essential to our sustainability.

Grants & Donations
MDFSA extends appreciation to all individuals and companies who donated during this
reporting period. Their generosity makes our service and support possible.

Thrifty Fifty Campaign
To mark our 50th anniversary, MDFSA launched an online fundraising drive inviting
donors to contribute R50,00 in recognition of 50 years of service.

Muscular Dystrophy Foundation of South
Africa’s is celebrating their 50th anniversary!

We invite you all to join us in celebrating this remarkable milestone
by making a symbolic R50,00 donation, reflecting 50 years of
service.

Bankin tails:

Acc holder: Muscular Dystrophy Foundation of South Africa
Bank: Nedbank, Currentaccount

Accno: 195850 2049

Branch: Gauteng West

Code: 198-765

Please use “thrifty fifty” as your reference

Thank you for being part of our mission. Here's to the next
50 years of making a difference, together!

Stop the Bleed
On 5 October 2024, MDFSA hosted an international Stop the Bleed and self-defence
workshop. The aim was to equip participants with vital life-saving skille.

4.3.5. International Collaboration
Not all members require direct psycho-social support. Many emphasised that access to
the latest information on research and treatment is their greatest need.

To meet this, MDFSA established affiliations with:
e  World Duchenne Organisation

e World FSHD Alliance

e LGMD Awareness Foundation

e TREAT-NMD

During this period, MDFSA attended the DMD Care Conference and participated in
quarterly World FSHD Alliance meetings.



5. Contact Details

National Office
12 Botes Street, Florida Park
Tel 011 472-9703

Gauteng Branch
12 Botes Street, Florida Park
Tel 011 472-9824

KZN Branch
Office 7, 24 Somtseu Road, Durban
Tel 031 332-0211

Cape Branch
3 Wiener Street, Goodwood
Tel 021 592-7306

ﬁwﬁ

Gerda Brown
Director
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