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The complex interactions of myotonic dystrophy in low-back pain.

Haig AJ. Spine (Phila Pa 1976). 1991 May;16(5):580-1.
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Health-Related Quality of Life and Emotional Distress among Mothers of Sons with Muscular
Dystrophy as Compared to Sex and Age Group-Matched Controls

MDB (n= 82) Controls (n= t P d
26)

Hospital
Anxiety and
Depression
Scale

Total 9.61+4.29 (0- 6.88*£3.80 (1- 2.90 .005 .67
Anxiety Score 19) 13)

Total 4.87+3.38 (0- 3.06x3.19 (0- 2.41 .018 .bb
Depression 15) 10)
Score
Perceived 16.83£6.75 13.19£6.71 2.40 .018 .54
Stress Scale (2-33) (2-31)

Jackson JL et al _
J Child Neurol. 2021 Mar; 36(3): 177-185.



https://www.ncbi.nlm.nih.gov/entrez/eutils/elink.fcgi?dbfrom=pubmed&retmode=ref&cmd=prlinks&id=33034535

Fatherhood: experiences of fathers of boys diagnosed with
Duchenne Muscular Dystrophy.

Lucca SA1, Petean EB1.
Cien Saude Colet. 2016 Oct;21(10):3081-3089.

Most fathers considered the illness of their child to be a mission sent by
God, which helps to alleviate the pain and anguish caused by the disease.
As the symptoms started manifesting, the fathers experienced losses that
exposed them to great suffering and triggered an anticipatory mourning
process. The fathers assigned to the disease the meaning of a mission to
be accomplished and considered themselves to be "special fathers”,
which positively influenced their adaptation to the disease. |[dentifying
and understanding how fathers experience fatherhood in the presence of
a chronic disease/disability is essential to devising psychological
counseling and care programs directed to fathers and their families.
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Frequency of poor sleeper and good sleeper in CTRL and MCD groups. Chi-
square test (y 2 = 15.0,df =1, P < 0.001, n = 37). *P < 0.001 compared with

the respective CTRL group. CTRL = mothers in the control group; MCD =
mothers of sons with DMD.
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Comparing contributors of parental sleep health in families with and without a child with
Duchenne muscular dystrophy Sleep Health. 2022 Feb;8(1):107-113

Hartman AG, McKendry S, Bendixen R.

Main findings: Parents in the DMD group (n =25, M = 84.5%) had significantly worse sleep efficiency compared to
controls (n =15, M = 87.8%, p = .048). This difference was sustained after controlling for parent age, child age, and
average child awakenings (F(4, 23) = 2.68, p= .057, R?2 = .32). Additionally, more parents in the DMD group scored
as "poor sleepers" on the PSQJ (above 5, 50%) compared to controls (23%), suggesting a strong, yet not
statistically significant association between subjective poor sleep and group (x3(1) = 2.47, p =.116, OR = 3.33).

DMDMERDIR Y OIFZE Tldpoor sleepersDENE (50%) HMNXFEBELD23% & V) KIBICEZ Tz & WL,



Mothers' psychological adaptation to Duchenne/Becker muscular
dystrophy.
Peay HL1,2, Meiser B3, Kinnett K1, Furlong P1, Porter K1, Tibben A2.

Eur J Hum Genet. 2016 May:24(5):633-7.

Though clinicians caring for families with DBMD should anticipate increased caregiver burden as the
disorder progresses, interventions focused on caregiver burden are not expected to influence
mothers' psychosocial adaptation. Efforts to improve mothers' well-being should focus on fostering
mothers' resilience and enhancing perceptions of positive disease impact (benefit finding). Results
suggest that psychosocial interventions can highlight strengths and well-being rather than burden
and deficit.
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New Survival Target for Duchenne Muscular
Dystrophy.

Villanova M1, Kazibwe S
Am J Phys Med Rehabil. 2017 Feb:96(2):e28-e30.

Abstract

We report a patient with a typical phenotype and clinical history of
Duchenne muscular dystrophy who is currently 53 years old. Because
of improvements in cardiopulmonary care, there has been a great
improvement in survival and preservation of quality of life for many of
these patients. Whereas it is no longer rare to find patients with
Duchenne muscular dystrophy living into their fifth decade, this is the
first report of a patient in his sixth decade of life. We believe that
besides use of continuous noninvasive respiratory support, the
fortuitous absence of dilated cardiomyopathy associated with the
particular point mutation of his dystrophin gene has permitted
prolonged survival.

53D DMDIEEAIRE THORB AR - DORE & LT3,



Study of Duchenne muscular dystrophy long-term survivors
aged 40 years and older living in specialized institutions in Japan.

Saito T1, Kawai M2, Kimura E3, Ogata K2, Takahashi T4, Kobayashi Mb,
Takada Ho6, Kuru S7, Mikata T8, Matsumura T9, Yonemoto N3, Fujimura
H9, Sakoda S9.

Neuromuscul Disord. 2017 Feb:;27(2):107-114. doi:
10.1016/j.nmd.2016.11.012. Epub 2016 Nov 25.

The national muscular dystrophy wards database of Japan lists 118 long-term Duchenne
muscular dystrophy (DMD) patients who were at least 40 years old as of October 1, 2013. To
elucidate the clinical features of DMD patients aged 40 years and older, we obtained gene
analysis and muscle biopsy findings, as well as medical condition information. Ninety-four of
the registered patients consented to participate, of whom 55 meeting genetic or biochemical
criteria confirming DMD were analyzed. The mean age at the time of the study was 43.6 = 3.0
years, while at the time of independent ambulation loss it was 10.6 £ 1.5 years and at
mechanical ventilation introduction it was 24.1 £ 5.5 years. All were receiving continuous
ventilation support, 27 with non-invasive positive pressure ventilation and 28 with tracheal
intermittent positive pressure ventilation. Thirty-eight were receiving B -blockers or a renin-
angiotensin system inhibitor, while 9 were free from those agents. Forty had maintained oral
nutrition. The 55 analyzed patients had survived into their 40s by receiving multidisciplinary
intervention. Our findings emphasize the need of future studies to investigate disease
modifiers and the mechanism of long-term survival. In addition, establishment of a worldwide
care standard with focus on quality of life for adult males with DMD is important.

Copyright © 2016 Elsevier B.V. All rights reserved.

HADODFHY X bO 7 4 —5FEIZIZ118Z D40 UL EDODDMDA AR/ &



Independent living with Duchenne muscular dystrophy and home mechanical ventilation in areas of Japan
with insufficient national welfare services.

. . Int | Stud Health Well-being. 2013 Aug 26;8:20914.
Yamaguchi M, Suzuki M. nt J Qual Stud Hea ell-being. 2013 Aug 26;8:209
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Time-dimension: progressing disease

Independence on physical aspect: @
Independence on participants’ conceptual aspect:

Self-reliant independency. The concepts converging on the core category as the study participants’ data unfolded are shown.

Their expansion of the concept of independence changed with disease progression.

Beginning with facing disease, followed by physical dependence and then autonomous action,

the study participants discovered their ability to live independently within their physical limits.

After that, the concept of independence was condensed as self-reliant independency, which meant having more autonomy in decision making
than in the sanatoriums. In the case of participants, this was exemplified by moving out of the sanatoriums.

Participants obtained independence without being limited by physical dependency.

Original strategy then helped them to maintain their independent living and broaden the possibilities for their self-reliant independence.



Men with Duchenne muscular dystrophy and end of life
planning.
Abbott D1, Prescott H2, Forbes K3, Fraser J4, Majumdar A4.

Neuromuscul Disord. 2017 Jan;27(1):38-
44,

There is very limited evidence about the views of men with Duchenne muscular dystrophy (DMD) and
end of life issues including death and dying. Studies have shown the physiological and psychological
benefits of talking about and planning for end of life. Despite policy documents and guidance in the UK
about end of life planning, there is consensus on the need for improvement. The study reported here is a
qualitative one with 15 men with DMD (aged 20-45 years). Participants could not recall any significant
conversations with clinicians about end of life and assumed that clinicians were reluctant to discuss the
issue. The men in the study wanted to be given proactive cues that they could bring up topics such as
death and dying and wanted to have these conversations with clinicians who combined expert
knowledge about the condition as well as good listening skills. Topics of interest to participants included
likely nature and place of death; practical planning for funerals and wills; and sources of information and
support. Emotional or psychological support to think about end of life was not routinely offered and
participants found it very difficult to discuss these issues with family members. The study suggests that
more could be done to encourage clinicians, men with Duchenne, family members and the wider NMD
community to pay attention to end of life planning issues and the associated need for emotional support
and high quality interactions between patients and clinicians.

Copyright © 2016 Elsevier B.V. All rights reserved.
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