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1 2-Apr-23 病以罕為貴？ 東方網連結_2023.04.02 Post on 2023.04.02 Post on 2023.04.02 Post on 2023.04.03

2 9-Apr-23 罕見疾病與大眾息息相關？ 東方網連結_2023.04.09 Post on 2023.04.09 Post on 2023.04.09 Post on 2023.04.10

3 16-Apr-23 世界級的醫療體系 ~ 不是人人都能受惠 東方網連結_2023.04.16 Post on 2023.04.16 Post on 2023.04.16 Post on 2023.04.17

4 23-Apr-23 無藥又煩 ~ 有藥更煩 東方網連結_2023.04.23 Post on 2023.04.23 Post on 2023.04.23 Post on 2023.04.24

5 30-Apr-23 罕小子闖蕩江湖去了 東方網連結_2023.04.30 Post on 2023.04.30 Post on 2023.04.30 Post on 2023.05.02

6 7-May-23 「手」病還需心藥醫 東方網連結_2023.05.07 Post on 2023.05.07 Post on 2023.05.07 Post on 2023.05.08

7 14-May-23 無法自主排銅 ─「銅」人不同命 東方網連結_2023.05.14 Post on 2023.05.14 Post on 2023.05.14 Post on 2023.05.15

8 21-May-23 你認命嗎? 東方網連結_2023.05.21 Post on 2023.05.21 Post on 2023.05.21 Post on 2023.05.22

9 4-Jun-23 基因治療有望改寫脊髓肌肉萎縮症家庭命運 東方網連結_2023.06.04 Post on 2023.06.04 Post on 2023.06.04 Post on 2023.06.05

10 11-Jun-23 罕見德政：脊髓肌肉萎縮症 東方網連結_2023.06.11 Post on 2023.06.11 Post on 2023.06.11 Post on 2023.06.12

11 18-Jun-23 一雙手的力量 東方網連結_2023.06.18 Post on 2023.06.18 Post on 2023.06.18 Post on 2023.06.19

12 25-Jun-23 罕病重擔，誰來分擔？ 東方網連結_2023.06.25 Post on 2023.06.25 Post on 2023.06.25 Post on 2023.06.26

13 2-Jul-23 公平嗎？ 東方網連結_2023.07.02 Post on 2023.07.02 Post on 2023.07.02 Post on 2023.07.03

14 9-Jul-23 捐血容易輸血難 東方網連結_2023.07.09 Post on 2023.07.09 Post on 2023.07.09 Post on 2023.07.10

15 16-Jul-23 你認識「泡泡龍」嗎？ 東方網連結_2023.07.16 Post on 2023.07.16 Post on 2023.07.16 Post on 2023.07.17

16 23-Jul-23 平等不一定公平 東方網連結_2023.07.23 Post on 2023.07.23 Post on 2023.07.23 Post on 2023.07.24

17 30-Jul-23 港府不能說出口的名詞 東方網連結_2023.07.30 Post on 2023.07.30 Post on 2023.07.30 Post on 2023.07.31

18 6-Aug-23 關注SMA患者，一個都不能少 東方網連結_2023.08.06 Post on 2023.08.06 Post on 2023.08.06 Post on 2023.08.07

19 13-Aug-23 肺癌都算罕見病? 東方網連結_2023.08.13 Post on 2023.08.13 Post on 2023.08.13 Post on 2023.08.14

20 20-Aug-23 嬰兒皮膚發黃痕癢 恐為罕見先天肝病 東方網連結_2023.08.20 Post on 2023.08.20 Post on 2023.08.20 Post on 2023.08.21

21 27-Aug-23 罕見先天性肝病礙病童身心發展 東方網連結_2023.08.27 Post on 2023.08.27 Post on 2023.08.27 Post on 2023.08.28
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https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230430-0430_00176_026/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E3%80%8C%E7%BD%95%E3%80%8D%E5%B0%8F%E5%AD%90%E9%97%96%E8%95%A9%E6%B1%9F%E6%B9%96%E5%8E%BB%E4%BA%86%EF%BC%81
https://www.facebook.com/RareDiseaseHK/posts/pfbid0JyF3aR1K5LCpQ8XvAZnDnz3n3aoQkiwGPGNZFoEWSEc6gy4RTeCZ377a1HAPMzPHl
https://www.instagram.com/p/CrpWZ_msIe5/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7058945690067992576
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230507-0507_00176_208/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E3%80%8C%E6%89%8B%E3%80%8D%E7%97%85%E9%82%84%E9%9C%80%E5%BF%83%E8%97%A5%E9%86%AB
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230507-0507_00176_208/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E3%80%8C%E6%89%8B%E3%80%8D%E7%97%85%E9%82%84%E9%9C%80%E5%BF%83%E8%97%A5%E9%86%AB
https://www.facebook.com/RareDiseaseHK/posts/pfbid031ZhhzWSLMxAtXkQ4jk99pFnkW2dZ75vFKf5hFSnokVyxiiokmBaGWpBKncvDmRetl
https://www.instagram.com/p/Cr8co87tec8/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7061120016766676992
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230514-0514_00176_044/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E7%84%A1%E6%B3%95%E8%87%AA%E4%B8%BB%E6%8E%92%E9%8A%85--%E3%80%8C%E9%8A%85%E4%BA%BA%E3%80%8D%E4%B8%8D%E5%90%8C%E5%91%BD
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230514-0514_00176_044/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E7%84%A1%E6%B3%95%E8%87%AA%E4%B8%BB%E6%8E%92%E9%8A%85--%E3%80%8C%E9%8A%85%E4%BA%BA%E3%80%8D%E4%B8%8D%E5%90%8C%E5%91%BD
https://www.facebook.com/RareDiseaseHK/posts/pfbid0xWZDqyWGz82X1vWHYyvaR3vfe4qunQRz4sqAanXCy8xTpDmEy27SWZvmqS9h2D6Pl
https://www.instagram.com/p/CsOeOkdNdRL/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7063750176921825280
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230521-0521_00176_026/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E4%BD%A0%E8%AA%8D%E5%91%BD%E5%97%8E%EF%BC%9F
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230521-0521_00176_026/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E4%BD%A0%E8%AA%8D%E5%91%BD%E5%97%8E%EF%BC%9F
https://m.facebook.com/story.php?story_fbid=pfbid0amBZw3S92vSaojatHcz4fAHiPhXSR1bqoBCBwTZweTSAA9uHrFSdUySKd9g9nF6Nl&id=100080792707308&sfnsn=mo&mibextid=RUbZ1f
https://www.instagram.com/p/CsgSCOSLQVS/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7066193450458624000
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230604-0604_00176_045/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E5%9F%BA%E5%9B%A0%E6%B2%BB%E7%99%82--%E6%9C%89%E6%9C%9B%E6%94%B9%E5%AF%AB%E8%84%8A%E9%AB%93%E8%82%8C%E8%82%89%E8%90%8E%E7%B8%AE%E7%97%87%E5%AE%B6%E5%BA%AD%E5%91%BD%E9%81%8B
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230604-0604_00176_045/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E5%9F%BA%E5%9B%A0%E6%B2%BB%E7%99%82--%E6%9C%89%E6%9C%9B%E6%94%B9%E5%AF%AB%E8%84%8A%E9%AB%93%E8%82%8C%E8%82%89%E8%90%8E%E7%B8%AE%E7%97%87%E5%AE%B6%E5%BA%AD%E5%91%BD%E9%81%8B
https://www.facebook.com/RareDiseaseHK/posts/pfbid0xaVtwPJnEdk9xpdmHsT227SMNi8aKSbmABeDFU3EuxmPZE8ZXQVtMteaW5TDNUSDl
https://www.instagram.com/p/CtEcCKWxdDP/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7071266876613427200
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230611-0611_00176_044/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E7%BD%95%E8%A6%8B%E5%BE%B7%E6%94%BF%EF%BC%9A%E8%84%8A%E9%AB%93%E8%82%8C%E8%82%89%E8%90%8E%E7%B8%AE%E7%97%87
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230611-0611_00176_044/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E7%BD%95%E8%A6%8B%E5%BE%B7%E6%94%BF%EF%BC%9A%E8%84%8A%E9%AB%93%E8%82%8C%E8%82%89%E8%90%8E%E7%B8%AE%E7%97%87
https://www.facebook.com/RareDiseaseHK/posts/pfbid02GS9ERdraMmFCouLv6kDBQnUP4gMw92tgAbgDjWBdq9aH1qf52i627onMoKPz84ikl
https://www.instagram.com/p/CtWhBk1hHUk/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7073803591391604736
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230618-0618_00176_027/%E9%86%AB%E5%81%A5%EF%BC%9A%E3%80%8C%E7%BD%95%E3%80%8D%E3%80%8C%E7%BD%95%E3%80%8D%E8%80%8C%E8%AB%87%EF%BC%9A%E4%B8%80%E9%9B%99%E6%89%8B%E7%9A%84%E5%8A%9B%E9%87%8F
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230618-0618_00176_027/%E9%86%AB%E5%81%A5%EF%BC%9A%E3%80%8C%E7%BD%95%E3%80%8D%E3%80%8C%E7%BD%95%E3%80%8D%E8%80%8C%E8%AB%87%EF%BC%9A%E4%B8%80%E9%9B%99%E6%89%8B%E7%9A%84%E5%8A%9B%E9%87%8F
https://www.facebook.com/RareDiseaseHK/posts/pfbid0DZVYehnZerYNbNcZmRcaCSZgyi2UzSoHDCYcbygWfFxqi5QA2UeecpNiJVjTuS1Pl
https://www.instagram.com/p/CtofKK2rSqk/?utm_source=ig_web_copy_link&igsh=MzRlODBiNWFlZA==
https://www.linkedin.com/feed/update/urn:li:activity:7076340302696878080
https://orientaldaily.on.cc/content/%E8%A6%81%E8%81%9E%E6%B8%AF%E8%81%9E/odn-20230625-0625_00176_024/%E9%86%AB%E5%81%A5%EF%BC%9A%E7%BD%95%E7%BD%95%E8%80%8C%E8%AB%87%EF%BC%9A%E7%BD%95%E7%97%85%E9%87%8D%E6%93%94%EF%BC%8C%E8%AA%B0%E4%BE%86%E5%88%86%E6%93%94%EF%BC%9F
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22 3-Sep-23 罕見先天性肝病 � 肝臟移植非愈早愈好 東方網連結_2023.09.03 Post on 2023.09.03 Post on 2023.09.03 Post on 2023.09.04

23 10-Sep-23 新藥誕生有望控制罕見先天性肝病 延緩換肝 東方網連結_2023.09.10 Post on 2023.09.10 Post on 2023.09.10 Post on 2023.09.11

24 17-Sep-23 三方合作創四贏 東方網連結_2023.09.17 Post on 2023.09.17 Post on 2023.09.17 Post on 2023.09.18

25 24-Sep-23 新藥註冊   無了期等待 東方網連結_2023.09.24 Post on 2023.09.24 Post on 2023.09.24 Post on 2023.09.25

26 1-Oct-23 點只「矮一點」咁簡單？ 東方網連結_2023.10.01 Post on 2023.10.01 Post on 2023.10.01 Post on 2023.10.03

27 8-Oct-23 病毒都會睡覺！（東方日報的標題為《帶狀疱疹病毒潛伏  免疫力低  恐生蛇》） 東方網連結_2023.10.08 Post on 2023.10.08 Post on 2023.10.08 Post on 2023.10.09

28 15-Oct-23 導盲犬快失業？ 東方網連結_2023.10.15 Post on 2023.10.15 Post on 2023.10.15 Post on 2023.10.16

29 22-Oct-23 健康中國，一個都不能少：香港如何趕上內地罕病政策步伐？ 東方網連結_2023.10.22 Post on 2023.10.22 Post on 2023.10.22 Post on 2023.10.24

30 29-Oct-23 身體缺磷會怎麼樣？ 東方網連結_2023.10.29 Post on 2023.10.29 Post on 2023.10.29 Post on 2023.10.30

31 5-Nov-23 缺磷就補磷 • 就是咁簡單？ 東方網連結_2023.11.05 Post on 2023.11.05 Post on 2023.11.05 Post on 2023.11.06

32 12-Nov-23 應對XLH骨軟化 針劑療法見成效 東方網連結_2023.11.12 Post on 2023.11.12 Post on 2023.11.12 Post on 2023.11.13

33 19-Nov-23 罕見病上皮樣肉瘤 新標靶藥成晚期病人新選擇 東方網連結_2023.11.19 Post on 2023.11.19 Post on 2023.11.19 Post on 2023.11.20

34 26-Nov-23 尋找香港未能提供的療法 東方網連結_2023.11.26 Post on 2023.11.26 Post on 2023.11.26 Post on 2023.11.27

35 3-Dec-23 公私營醫療服務以外的第三種選擇 東方網連結_2023.12.03 Post on 2023.12.03 Post on 2023.12.03 Post on 2023.12.04

36 10-Dec-23 青年患罕見病典型法布瑞氏症 全港僅五例 東方網連結_2023.12.10 Post on 2023.12.10 Post on 2023.12.10 Post on 2023.12.11

37 17-Dec-23 愛，有温度（東方日報的標題為《罕病診治發展動力來於愛》） 東方網連結_2023.12.17 Post on 2023.12.17 Post on 2023.12.17 Post on 2023.12.18

38 24-Dec-23 無人駕駛 東方網連結_2023.12.24 Post on 2023.12.24 Post on 2023.12.24 Post on 2023.12.27

39 31-Dec-23 玻璃「孩」的故事 東方網連結_2023.12.31 Post on 2023.12.31 Post on 2023.12.31 Post on 2024.01.02

40 7-Jan-24 患罕病也可以打蛇針 東方網連結_2024.01.07 Post on 2024.01.07 Post on 2024.01.07 Post on 2024.01.08

41 14-Jan-24 天生缺乏免疫力  百病纏身？ 東方網連結_2024.01.14 Post on 2024.01.14 Post on 2024.01.14 Post on 2024.01.14

42 21-Jan-24 專業護理對罕病患者同樣重要 東方網連結_2024.01.21 Post on 2024.01.21 Post on 2024.01.21 Post on 2024.01.21

43 28-Jan-24 威爾遜氏症的另類治療 東方網連結_2024.01.28 Post on 2024.01.28 Post on 2024.01.28 Post on 2024.01.28

44 4-Feb-24 無痛血尿可大可小 東方網連結_2024.02.04 Post on 2024.02.04 Post on 2024.02.04 Post on 2024.02.04

45 11-Feb-24 為何甘願做白老鼠 東方網連結_2024.02.11 Post on 2024.02.11 Post on 2024.02.11 Post on 2024.02.11
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46 18-Feb-24 奢望終可成真 東方網連結_2024.02.18 Post on 2024.02.18 Post on 2024.02.18 Post on 2024.02.18

47 25-Feb-24 十年攜手共建  讓罕見被看罕 東方網連結_2024.02.25 Post on 2024.02.25 Post on 2024.02.25 Post on 2024.02.25

48 3-Mar-24 石棉殘留社區致罕見癌症 東方網連結_2024.03.03 Post on 2024.03.03 Post on 2024.03.03 Post on 2024.03.03

49 10-Mar-24 結合內地醫教研  香港罕病管理新方向 東方網連結_2024.03.10 Post on 2024.03.10 Post on 2024.03.10 Post on 2024.03.10

50 17-Mar-24 非一般敏感 東方網連結_2024.03.17 Post on 2024.03.17 Post on 2024.03.17 Post on 2024.03.17

51 24-Mar-24 罕病患者的三難 東方網連結_2024.03.24 Post on 2024.03.24 Post on 2024.03.24 Post on 2024.03.24

52 31-Mar-24 盡早打蛇針預防生蛇 東方網連結_2024.03.31 Post on 2024.03.31 Post on 2024.03.31 Post on 2024.03.31

53 7-Apr-24 中西醫看生蛇 東方網連結_2024.04.02 Post on 2024.04.02 Post on 2024.04.02 Post on 2024.04.02
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