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Charity 慈善機構 

Tax Exempted Charitable Institute? 是否獲

豁免繳稅的慈善團體? 
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IR : 91 / 17214 
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Corporate Governance 機構管治 

 Vision, Mission and Values 願

景、使命、價值觀 

 

Families of SMA Foundation (Formerly known as Families of SMA Charitable 

Trust) (“FSMA”) was founded in 1998 by parents of a SMA severe type child, 

professionals from various business sectors and concerned parents of SMA 

children who understood so profoundly the sufferings and needs of SMA 

victims and their families. Spinal Muscular Atrophy (SMA) is a genetic 

neuromuscular disorder that causes progressive muscle weakness and loss of 

movement. This may lead to serious difficulties in feeding and breathing, and 

can be life threatening. Many victims are young children who are severely 

disabled / medically fragile and require specialized medical care and advanced 

medical equipment. 
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Our Mission is in the “To help in the relief of hardship and suffering of patients 

afflicted with Spinal Muscular Atrophy (SMA) and their family members” 

 

Objectives: 

i) To provide practical and emotional support to patients with SMA and 

their family members in order to facilitate proactive health 

management as well as aggressive medical intervention to save lives; 

ii) To provide support services, donation and/or free loan of medical 

equipment and other para-medical items to needy SMA patients and 

their families so that they can continue to seek proper medical help 

and be able to face challenges associated with SMA; 

iii) To manage a Central Registry in Hong Kong of SMA patients for the 

enhancement of co-operation with health sectors and to serve as a 

research base to find further treatment strategies and cure; 

iv) To promote public awareness, understanding and education of SMA 

and the plight of afflicted patients & families. 

 

脊髓肌肉萎縮症慈善基金（“FSMA”）成立於 1998 年，旨在提供創新和直接援

助、醫療和輔助醫療設備以及相關療法，以減輕患有 SMA 和他們的家人的痛楚。 

SMA 是一種神經肌肉疾病。許多患者是嚴重殘疾/身體虛弱的幼兒，需要專門的醫

療護理和先進的醫療設備。 

 

我們的使命是“幫助脊髓肌肉萎縮症 (SMA) 患者及其家人舒緩該病所帶來的苦難和

痛苦” 

 

目標： 

i) 為 SMA 患者及其家人提供實際和情感支援，以促進積極的健康管理以及醫療以

挽救生命； 

ii) 向有需要的 SMA 患者及其家人提供服務、捐贈和/或免費借用醫療設備和其他輔

助醫療用品，以便他們能夠繼續有適當的醫療幫助，並且能夠應對與 SMA 相關的

挑戰； 

iii) 在香港管理 SMA 患者的中央登記處，以加強與衛生部門的合作，並作以尋找進

一步的治療策略和治愈方法； 

iv) 促進公眾對 SMA 以及患者和家人的困境有所認識、理解和教育。 
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1. Annual Report on Major Activities 年度主要會務及活動報告 

 Report from Chairperson and/or 

Head of Organization 主席及/或 

機構主管工作報告 

 

Needless to say, with a continued challenging economic situation in Hong Kong, 

it is even more important for charities to step up their services. However, in 

reality it is a tall order because in this environment, we face increased fund-

raising competition and dwindling income. Furthermore, with other global 

issues like climate change, aging demographics, poverty etc. many corporate 

and family foundations benefactors are also inclined to help and donate towards 

these equally pressing needs instead of just funding rare diseases like SMA.  

 

Nevertheless, we adhere to our mission to relieve hardship and suffering caused 

by the disease as much as we can. I am proud to report that none of our services 

have been affected nor curtailed and although we could only raise $2.93 mil, we 

spent $3.22 mil with a deficit of only $290,931 for the year ended 31 Dec 2024. 

That said, rest assured that our charity’s financial health remains robust as we 

had planned ahead to weather economic storms. 

 

Dr. Mei Ling Fok 

Founder & Chairman 



 

 Brief Description on Major Service, Events and Projects 主要服務、計劃及活動簡報 

 

List of Activities (including donations made for charitable services) Year ended 31 December 2024 

 

Medical Equipment, Medical Supplies and Disposables and Wheelchairs 

For those unable to breathe independently, we provide or subsidize the rental of all necessary respiratory-related 

medical machinery. Given the patients’ minimal or absence of muscle control, optimal postural support is crucial 

to prevent severe scoliosis and mitigate pain; therefore, we donate specially designed baby buggies and a range of 

manual and power wheelchairs. 

   

 

Home-based Rehabilitation Program 

Owing to SMA patients frequently experiencing progressive muscle weakening and limited mobility, to preventing 

painful joint contractures and calcification, we sponsor free home-based physiotherapy for those patients need it 

critically. 

    
 

 

 

 

 



 

High Nutritional Supplements 

Maintaining adequate nutrition and strong immunity is a major challenge for SMA patients, often compromised by 

poor or absent swallowing abilities, which can lead to malnutrition. Since the high-nutritional supplements 

prescribed by dietitians and doctors are costly and pose a financial burden on many families, we actively mitigate 

this risk by donating these essential high-nutrition supplements and free to our patients to maintain their health 

and immunity. 

    
 

Home Tutorials & Interest Classes 

To ensure that the educational standards and overall quality of life are maintained for SMA children and young 

adults, we actively support their learning and personal development. We achieve this by sponsoring home tuition 

and interest classes, to help SMA children to continue their education and young adults to explore their personal 

interests, we sponsor home tuition and interest class to support their learning and personal development so as to 

promote a better quality of life. 

  

 

Wheelchair Taxi Transportation 

To ensure the safe and barrier-free transfer of medically fragile SMA patients—who rely on special buggies or 

wheelchairs—for their essential medical appointments, we sponsor complimentary free wheelchair taxi services. 

This crucial logistical support helps eliminating stress and physical hardship during transportation for both the 

patients and their dedicated caregivers. 

    



 

SMA Drug Home Delivery Programme 

In close collaboration with the Pharmacy Departments of Queen Mary Hospital and the Hong Kong Children’s 

Hospital, we sponsor a free and seamless door-to-door delivery service for SMA medication (Risdiplam in glass 

bottles). This programme is vital, as it obviates the need for patients to endure long waits in hospital pharmacies, 

thereby significantly reducing the risk of possible infections and minimizing physical strain on medically vulnerable 

patients and their caregivers. 

   

 

Emergency Home-help 

We recognize that the task of caring for a chronically ill child who requires 24/7 attention is incredibly demanding 

and stressful for caregivers. To alleviate this burden and prevent burnout, we provide essential support by 

sponsoring part-time home-helpers. 

  

 

Seminars, Workshops, Medical Conferences, Free Outdoor & Social Activities 

We ensure continuous improvement in patient care by organizing medical seminars, conferences, and workshops 

to provide essential medical updates for caregivers and professionals. Furthermore, we actively combat the 

loneliness and isolation often experienced by patients and their families by sponsoring free outdoor and social 

activities. These events allow patients and their caregivers to meet, share experiences, and build a supportive peer 

network. 

   



 

Mercy Medical Management (“MMM”) Programme 

Mercy Medical Management (“MMM”) Programme is a medical specialist-led inter-disciplinary outreach team to 

provide a “hospital-at-home” service to technology-dependent patients requiring long term mechanical 

respiratory support. MMM programme generally seeks to ensure patients are well cared for to prevent unnecessary 

hospitalizations. 

       

 

“The Power of Perseverance” Picture Book Campaigns  

To combat the loneliness and feelings of despair often experienced by the sick and disabled during challenging 

times, we created “The Power of Perseverance” picture book series in partnership with a large pharmaceutical 

company. This initiative comprises a set of four appealing and inspirational picture books. The books recount the 

stories of four young and multi-disabled patients suffering from SMA who, to everyone’s amazement and 

admiration, managed to navigate life’s toughest obstacles and beat all the odds. 

 

One of the book’s protagonists was invited by a primary school to share "The Power of Perseverance" with the 

students. Enthusiastic students actively engaged with the speaker, learning how patients with rare diseases manage 

difficulties and internalize the crucial message that "there are always more solutions than difficulties." We have 

donated hundreds of sets of these story picture books to different schools for use as complimentary teaching 

materials and giveaways. 

  

 

Conclusion 

We shall continue to strive our best to achieve our mission “To help in the relief of hardship and suffering of those 

afflicted with Spinal Muscular Atrophy (SMA) and their families” especially in such a difficult world today and the 

challenging days ahead. 



 

Future Plans and Development 未來計劃及發展 

One of our innovative and unique programme, called Mercy Medical Management (MMM) which delivers medical 

services to the homes of the chronically ill patients who depend on mechanical ventilation for their survival has not 

only been appreciated by many affected families but also caught the attention of the Hospital Authority. We are 

currently in close discussions with the relevant doctors and healthcare officers to see if this programme can be 

expanded to help more patients in the same health predicament. 

 

The government through the Community Care Fund will soon allow SMA patients above 25 years old to access 

Risdiplam, a SMA treatment drug. Our existing programme where we make door-to-door free deliveries of these 

expensive drugs will be extended to all you have been approved for the treatment. This delivery is 100% sponsored 

by our charity and we have successfully already made 111 deliveries directly from hospitals’ pharmacies to patients’ 

homes to the end of 31 Dec 2024. This programme is continuing and will be expanded in 2025 and beyond. 

 

本會獨特且創新性的恩慈醫療計劃 (MMM)，旨在為依賴呼吸機維生的患有慢性疾病患者提供專業的居家醫療服務。此計劃不

僅獲得了眾多受助家庭的讚賞，亦引起了醫院管理局的高度關注。目前，本會正與相關醫生及醫護人員進行密切溝通，積極

探討擴展計劃的可能性，以期能將這項服務幫助更多有面臨同樣健康需求的患者。 

 

政府即將通過關愛基金的安排，擴大 SMA 治療藥物 Risdiplam 的資助範圍，允許 25 歲以上的 SMA 患者也能獲得藥物。本

會現有的免費藥物上門送遞計劃將會全面延伸，服務所有獲批接受該藥物治療的患者。這項送藥到家服務由本會慈善全額贊

助，截至 2024 年 12 月 31 日，我們已成功完成 111 次將藥物從醫院藥房直送至患者家中的服務，我們承諾在 2025 年及往後

有進一步的擴展。 

 

  



 

Financial Situation (Refer to the latest available audited Annual Accounts or Financial Statements) 

財務狀況(參考機構提供最近年度的經核實之周年帳目或財務報告。) 

 

 

 

 

Above figures are based on financial statements for year ended 31 December 2023, audited by external 

certified accountant Messrs. Albert S. C. Young & Company. 

以上數據截至 2024 年 12 月 31 日止年度的財務報表，本基金賑目由楊少銓會計師事務所杹核算 
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