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RS 5 IE R, O G ARG B8 0 IREE . [FII, B 23 A R LRI,
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[1] BFIC, R PmR A s RS2, PEF IR B M EHRE (2026) [R]. b, 2026.

[2] M, TA%, 404, % FIW A EABUIR AT X B[], #eE PR 24P 24, 2023, 43(6): 620-625+636.
[3] et IR A S TAERS: fisk. W EXSE]. #ta TAESEE, 2016, 16(4): 13-22.

[4] sk, TR, MW 5 LE 2B NIRRT A1), A4 JLERTF A, 2023, (1): 59-66.
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[2] BRYSON B A, BOGART K R. Social support, stress, and life satisfaction among adults with rare diseases[J].
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[3] DEPPING M K, UHLENBUSCH N, VON KODOLITSCH Y, et al. Supportive care needs of patients with rare
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[2] ZERDEN L D S, LOMBARDI B M, JONES A. Social workers in integrated health care: improving care
throughout the life course[J]. Social Work in Health Care, 2019, 58(1): 142-149.
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JNEE R A VRS ER ., SEARL RGO AR R B s H2E
1, SR A ST TR AR 7 A A R VPG 58 32 U (1 4H I 35 22
R, % 0F FC 4l A B B BT SO0 I BB RS R Ja 7 BR 55 At AR BR B
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