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The year 2020, which marked

MFOPD'’s 50" anniversary, brought
about unexpected changes to

all. 2020 was, and will remain, the
year of the COVID-19 pandemic.
AWl MFOPD's plans to commemo-
rate its 50*" anniversary had to be
postponed due to the pandemic
situation in Malta.

One hopes that the pandemic chang-
es the world for the better. What have
we learnt, or should we learn from the
pandemic? | chose to choose UNICEF
young reporter Eva Hadzipetrova (15)
statement with regards: “Equality!
This situation has shown us that we
are all the same regardless of our
religion, culture, customs, whether
we are poor or rich. The virus simply
does not choose. It connected us in a
way, it showed us that we should all
stick together. During this chaos, while
many of us in a panic, it showed us
the weight of humanity. It reminded
us who we are. Maybe the world will
finally change”.

Ms Emmaline Soken-Huberty, a free-
lance writer, states that “Equality” is
one of those words that seems sim-
ple, but is more complicated upon
closer inspection. At its core, equality
can be defined as ‘the state of being
equal." When societies value equality,
their goals include racial, econom-
ic, and gender equality. Do we really
know what equality looks like in prac-
tice? Does it mean equal opportuni-
ties, equal outcomes, or both?

In Slate online magazine, Matthew

Yglesias, an American blogger and
journalist wrote : The question of
what happens to the person at the
bottom genuinely matters. Whether
you want to phrase that in terms of
the gap between the bottom and the
top—inequality, as such—or simply
look at the absolute condition of the
people at the bottom, you can't es-
cape the conclusion that outcomes
matter, and not just in terms of pro-
cedural fairness. Today, even poor
people are able to take advantage
of things like electricity and antibiot-
ics that were rare or nonexistent 100
years ago. That's the kind of oppor-
tunity that matters—the opportunity
for everyone to enjoy a better life.

| wish to conclude with Ms
Soke-Hunberty reporting of how
Professor Danny Dorling's lays out
why equality is so beneficial to the
world. What is equality? It's living in
a society where everyone gets the
same freedoms, dignity, and rights.
When equality is realized, a flood of
benefits follows. Dorling describes
the effect of equality as ‘magi-
cal." Benefits include happier and
healthier citizens, less crime, more
productivity, and so on. Despite the
obvious conclusion that equality
creates a better world, progress has
been slow. We've become numb
to inequality. Raising awareness
of equality's benefits is essential.
("The Equality Effect” 2017)

For the sake of our whole country,
“It's time to bring equality home!”

Ms Marthese Mugliette
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II When | look back at

my life, every little bit

of independence that

| achieve sets off an
enormous spark inside
me. After the accident,
every small step |
achieved sparked off a
sense of euphariain me,
because | had achieved
something alone.
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From Institutions to

INDEPENDENT LIVING

Itis about time that governments start thinking outside the box when it comes
to independent living, says CRPD Commissioner Oliver Scicluna

After an accident in which he

had a complete lesion of his spinal
cord when he was 16 years old,
Clifford Portelli had to undergo
several months of rehab. After
that, it came as a shock when he
was institutionalised for a number
of years. Now, many years later,
living happily at home with his wife
and their dogs, Clifford drives his
own car and is also employed as a
manager.

The right for an individual to
have control over his own life is
a basic human right. The United
Nations Convention on the

Rights of Persons with Disabilities
(UNCRPD), the guiding policy
document on disability rights
which was ratified by Malta in 2012,
dedicates an entire chapter to
Independent Living (Chapter 19).

Although in Malta we have
now moved from institutions
to smaller residential homes in
the community, these are still
believed to have an institutional
environment and setting. This is
highlighted in general comment
number 5 (2017) on Living
Independently and Being included
in the Community Report issued by



the UNCRPD committee.

It is about time that
governments start thinking
outside the box when it comes to
independent living. Historically,
disabled persons have been
denied personal choice and control
over their own lives. This happens
since the system is focused on
using money paid from taxes to
build infrastructural projects, which
are used as residential homes,
instead of reallocating these
funds and placing the focus on
developing services which will
enable disabled people to live
independently in the community.

The way forward should focus
on amending current legislation to
empower certain disabled people
who are still denied legal capacity.
This will enable them to be
empowered into taking decisions
with adequate support offered
to them. There is an urgent need
for government to strengthen the
current services which are offered
within the community through the
setting up of a legal framework
and budget allocations aimed at

providing personal assistance.

The next step would
be to put in place a
deinstitutionalization strategy and
work towards challenging the
misconceptions about the right
to living independently within the
community. Yet, even if this is
achieved, disabled people will still
not be fully included within the
community without accessible,
affordable and adaptable services
and facilities such as transport,
health, schools, public spaces,
housing, theatres, cinemas, gyms
and other goods and services.

Article 19 of the UNCRPD
also guides towards the
implementation of the New Urban
Agenda, which was adopted by
the UN during the Conference on
Housing and Sustainable Urban
Development.

This agenda advocates for
cities and human settlements
where all persons can enjoy
equal rights and opportunities
by promoting inclusive, just, safe,
healthy, accessible, affordable,
resilient and sustainable cities and

human settlements. This means

that the State has to work towards
ensuring the access to adequate,
safe, and affordable housing and
affordable services for all.

One solution would be for
Government to make sure that
the general budget allocations
of disability are factored in and
mainstreamed.

While the horrors of
institutionalisation in the past might
be deemed historic, the current
COVID-19 crisis has once again
highlighted the inadequacies and
vulnerabilities of the institution
system. At best, the term still
comes with a loss of control
and agency over one's life and
decisions, a loss of identity. Having
the freedom to choose where and
how to live is a basic human right.
Institutions are often a last resort
for disabled persons when other
essential structures are missing -
let us not ‘normalise’ them. They
are in fact a reflection of our failure
to provide for the happiness,
wellbeing and independence of
society as a whole.



Dr. Azzopardi Lane is
currently the Head of the
Department of Disability
Studies, within the University
of Malta’s Faculty for Social
Wellbeing, of which she is
also Deputy Dean. She spent
years working as a front-
linerin the disability sector,
in Malta and abroad, in both
the educational and social
support fields.

& Down syndrome and
premature ageing;

the treat of Alzheimer's

disease and dementia

Introduction

Biological, social and economic changes, cognitive decline and increasing
risk of physical and psychiatric impairment are all related to ageing. Down
syndrome is associated with premature ageing and people living with
Down syndrome experience age-related problems relatively early in their
life. Amongst these is the increased risk of developing Alzheimer's disease
much earlier in life than people without this condition. Ensuring the best
possible health and social care for people who have Down syndrome is
therefore essential to maintain their wellbeing and quality of life.



Alzheimer’s disease and demen-

tia

People who have Down syndrome
represent the world's largest popu-
lation with a genetic predisposition
to Alzheimer's disease. It is known
to be present in nearly all adults
with Down syndrome by the age

of 40. People with Down syndrome

also have an increased risk of
dementia by the age of 65. Studies
have confirmed that age-related
cognitive decline and demen-

tia affecting people with Down
syndrome occur 30 to 40 years
earlier in life than in the general
population. Dementia is also the
proximate cause of death in 70% of
older adults with Down syndrome
compared to 17% in the general
population. These figures highlight
a stark difference between the
population of people with Down
syndrome and the general popu-
lation.

Identifying early signs

Although not all people with Down
syndrome develop Alzheimer's
disease and there are people with
Down syndrome in their 50's and
60's who have not developed
dementia, it is important to identify
the symptoms early on when they
are present. Changes in behaviour,
personality or ability, which are
amongst the early signs of Alzhei-
mer’s disease, would be taken very
seriously in non-disabled persons.
However, in people with intel-
lectual disability these are often
overlooked. The gradual loss of
functionality can go unnoticed and
changes in behaviour can be dis-
missed and attributed to the intel-
lectual impairment. This problem is
known as ‘diagnostic overshadow-
ing’ Although it is acknowledged
that there is potential dificulty of
diagnosis, more effort should be
placed on identifying personality
and behavioural changes as pos-
sible characteristics for diagnoses.
Evidence of change in function is
also an important feature of diag-

noses, and one of the challenges

in dementia assessment is under-
standing the decline in the person's
previous levels of functioning.

Features of dementia

Studies in the general population
suggest that not being able to per-
form a task (executive function).as
well as behavioural and psycholog-
ical symptoms of dementia come
before memory loss. However,

in persons with Down syndrome,
studies have shown that attention
and memory appeared to be the
most sensitive indicators that de-
mentia is progressing from the pre-
clinical to the prodromal stage and
memory issues were most effected
in the progression from prodromal
to dementia stage. These, it has
been noticed, seemed to come be-

fore executive dysfunction, or the

loss of ability to perform a task.

Diagnoses

Greater emphasis during diag-
noses is being made to involve
caregivers or those working closely
with persons with Down syndrome.
Reliance on the observations and
reports given by the caregiver in
the assessment and diagnosis pro-
cess are crucial. However, there is
a disparity between levels of con-
cern, awareness and knowledge
about the signs and symptoms of
Alzheimer's disease among care-
givers. The majority of caregivers
of persons with Down syndrome
are extremely concerned about the
risk of Alzheimer's disease, howev-
er many claim they would not feel
confident distinguishing symptoms
of Alzheimer's disease from symp-



toms of Down syndrome. This calls
for information to be available for
caregivers in formats that they can

access.

Memory

One of the common aspects of
ageing, is the struggle to remem-
ber who the people who are part

of your life are. It is also important

that a person retains basic in-
formation about himself or her-
self, and with ageing, memory is
affected, and this knowledge may
be lost. This information is even
more difficult to retain if key family
members of that person are also
themselves ageing and passing
away. Such information, like for
instance knowing what a person
likes and dislikes, is crucial for
those working with ageing persons

with intellectual disability. Further
impairments may limit this commu-
nication. To counteract this situa-
tion, life story books are one of the
recommended strategies, nowa-
days made much more interactive
and visually appealing with the use
of technology.

Services

The maintenance of physical
and mental health of people with



intellectual disability and the

early detection and treatment of
both physical and mental health
problems are key responsibilities
of health and disability services.
Disability services help us recognise
the age-related health problems of
later life to be able to adapt them
accordingly. This highlights the im-
portance of community-based and
less segregated services to be bet-
ter prepared for the changing needs
of older people with intellectual
disability. While services for elderly

people need to be more accessible
for persons with disability, health,
social care and disability services
need to be developed in a more
holistic manner to ensure that the
changing needs of older people
with intellectual disability, includ-
ing those with Down syndrome,
can be met.

Conclusion

People with Down syndrome need
to be given the same opportunities
to be empowered to lead better
and healthier lifestyles through
cognitively stimulating leisure
activities. Ultimately, the objective
of further research is the develop-
ment of treatment that prevents
or at least delays the onset of
dementia. This stresses the im-
portance of including people with
Down syndrome in Alzheimer's
disease research from a scientific
and equity perspective.

Definitions

Alzheimer's disease (AD) is a
progressive neurodegenerative
disorder. The neuropathologic fea-
tures begin 15 to 20 years before
obvious cognitive symptoms. Indi-
viduals with AD will progress from
their normal baseline cognitive
abilities through subtle changes of
the preclinical stages to obvious
symptoms of brain dysfunction,
termed prodromal AD, and finally,
to AD dementia, which eventually
impairs ability to perform activities
of daily living (ADL) that they were
previously independently perform-
ing, owing to cognitive deficits.

The preclinical stage of AD is often
considered the stage occurring
before a clinical diagnosis of a

— 1

cognitive disorder is considered. The
challenge is in distinguishing these
subtle changes from normal aging
and taking into consideration educa-
tion level, cultural background, and
primary language.

The prodromal stage of AD is also
referred to as mild cognitive impair-
ment (MCI) due to AD, and this is

the stage where there are obvious
symptoms of brain dysfunction. Indi-
viduals in the prodromal AD stage will
exhibit obvious short-term memory
deficits. The family will often report
that they ask the same question over
again as if they had not asked it be-
fore. They may misplace items more
frequently and have more difficulty
learning something new. Formal
memory testing will typically reveal
a reduced wordlist learning curve,
lower-than-expected free delayed
recall, false positive intrusions on
word recall, and not clueing as well
on recognition word testing. Often
the individual will not recall the date
correctly. Language skills, working
memory, and sense of direction are
generally intact, but there is usually
some decline in problem solving and
decision-making skills.

The dementia stage of AD occurs
when there is significant impairment
in an individual's social and occupa-
tional functioning, manifested by loss
of independence to perform ADL
because of cognitive impairments.
In these cases, the individual can no
longer perform a task without the
help of another person. Typically,

AD dementia involves impairment of
memory plus other cognitive do-
mains (eg, executive, language, and
visuospatial functions).

Retrieved from: https.//practical-
neurology.com/articles/2019-june/
preclinical-prodromal-and-demen-
tia-stages-ofalzheimers-disease




Discourse about
protecting the vulnerable
is salient when one

cares for, lives with, or
supports/educates
people with disabilities.
Such a discourse is
understandable when
environments and/or
situations can be harmful
to the person, but what
about circumstances that
are painful rather than
dangerous? What is the
risk when we do not allow
a human being to learn
about loss, mourn and
grieve, and express their
loss and move forward
with it?

THE RELATIONSHIP
BETWEEN BEREAVEMENT,
GRIEF AND DISABILITY

‘Disenfranchised grief' is the
technical word for when someone
feels he/she cannot openly talk
about their grief, publicly mourn
their loss or ask for social support
(Doka, 2002). This risk is not limited
to disability but can equally take
place with the non-disabled child,
adolescent, or adult, when we do
not stop and think about how one
can be impacted by the loss of
someone or something. Instead, our
priority is to ‘protect’ our loved one
from harm or from something we
believe they won't understand.

Ilness and death of a caregiver or
significant person is a very traumatic
event and, many times, carer's,
possibly out of their own inability to
handle and cope with their own grief,
end up excluding their disabled
dependent throughout the process
of the illness, resulting in missing
out on the benefits of anticipatory
grief (feelings of grief that start

before the actual death occurs) and
also rituals related to death, such as
the funeral service.

Research linking the field of
disability to bereavement is on the
increase. Nonetheless, emphasis
has been on observing behavior
changes. Only more recent studies
speak about the need to ‘give
voice” to disabled people, Corby
et al (2015) and Gilrane-McGarry &
Taggart (2007). "Hearing their views
is essential rather than depending
on the views of others such as staff
or therapists” (Corby et al, 2015).
The study conducted, extracted 4
specific themes:

1. “Needing to know: Being
included” - Amongst others,
this theme highlighted the need
to spend time with the person
before they passed away; the
shock they felt when the person
died; the need to explain the
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details of the passing and the
struggle, as they only knew
vague details about their death;
the pride in attending the
funeral, or not wanting to go, to
avoid the crying.

. “Struggling to say: The
emotional experience” - The
evident combination of the
painful emotional experience
and the difficulty to find language
to express it. Minimizing one’s
emotions, dismissing them, and
frustration, all salient features
within this theme.

. “Love after death: A continuing
relationship” - This theme
pictured the need to maintain a
relationship with the deceased,
which gave the disabled person
strength and helped build their
resilience; beliefs in afterlife as
a coping strategy: longing for
more time with the individual

who passed; and how the bond
with the deceased helped to
accept death.

4. "Missing their presence: the
wider impact of death”
Bereavement goes far and
beyond the loss of the deceased.
Death leads to several personal
losses, such as loss of support,
or the loss of someone who
is comforting, or funny. The
change in familiar routines or
moving out of one's home. The
loss of the relationship with
the person, not to mention the
withessing of the pain of loved
ones who are still alive.

Reading through bereavement
research and reflecting on
my experience of grief further
strengthened my belief that,
as humans, we all process loss
differently. This is because we are
different, we lived different life
experiences, met different people
and we were cared for differently,
and not merely because we have
a disability or not. When we love
someong, we want to protect them
from pain and harm, but while all
pain is difficult, not all pain is harmful.
There are aspects of pain we need
to live through so we can learn more
about ourselves, so we can grow
and become strong and resilient in
a way that does not harm us, harm
others and/or the relationships that
tie us together. If we want to protect
our loved ones, let's do so by
equipping them with tools that help
them handle grief and be of support
to others through their grief. Let's
learn how to have a relationship with
pain since only this way we can start
to understand what we are dealing
with.
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Charlene

BORG

Systemic Family
Psychotherapist

Systemic Family
Psychotherapist, Charlene
Borg has a bachelor’s degree

in Inclusion and Special
Educational needs, as well

as over 20 years’ experience
of working with families of
disabled individuals. She
supports clients on issues
related to general wellbeing,
violence and abuse, grief

and loss, parenting and
couple difficulties, personal/
professional growth, sexuality,
disability and learning
difficulties. She forms part of
the team at TherapyWorks
Clinic. For more information
visit https://www.
therapyworks.com.mt/




The Malta Federation of
Organisations Persons
with Disability (MFOPD)
embarked on a three (3)
year EU funded project
‘Enhancing Social and
Economic Inclusion
through Independent
Living’. MFOPD’s
partners in this project
are Orchardville Society
Ltd (UK), Vates-saatio
(Fl), GTB (BE), Idryma
Prostasias Aprosarmoston
Paidon | Theotokos
Foundation The (EL) and
Stiftelsen Activa | Orebro
lan (SE).
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Enhancing Social and
Economic Inclusion through
Independent Living

The multiplier event, which ended MFOPD's 3 year EU
funded project, took place on the 4" December, 2020
and was an online event.




MFOPD’s ideas, which have been integrated in this
project, were there, and had been there for quite some
time. Working for years, on voluntary basis, in the dis-
ability sector moulds your mind in always trying to find
the best ways and practices for persons with disability
to succeed. This particular project focused on a partic-
ular group in our sector - persons with an intellectual
impairment. This project was a big challenge for us Mal-
tese as our Federation is not a service provider, unlike
all our partners in this project. We had to, literally, go out
of our offices to work on and implement the Modules.
The end result is that we did it and MFOPD is so happy
and proud of this.

This project could not happen and end positively with-
out our marvellous partners: Activa, Sweden; GTB, Bel-
gium; Orchardville Society, Ireland; Theotokos Foun-
dation, Greece ; Vates, Finland. There was great team
work, support and responsibility and this was shared
throughout the whole project.

This project made the Malta Federation (MFOPD) more
conscious about the lack, and need, of such themes
and modules to be implemented with this vulnerable
group at national level. MFOPD was, and still is, contin-
uously being asked by the persons with an intellectual
impairment themselves, their parents / guardians / car-
ers whom we came across with during this project, to
offer more of such modules.

This project could not happen without the support of
the Malta-EU Steering and Action Committee (MEU-
SAC) who helped us identify the programme and assist-
ed us in the application.

As from day one of the implementation of this project,
MFOPD was very much supported by our national Eu-
ropean Union Programme Agency (EUPA). They were,
very supportive and helpful. It was their continuous as-
sistance and guidance which kept us going.

All the work and documents related to this project
can be accessed via https:/www.mfopd.org/linc-life.
MFOPD asks for more circulation and dissemination of
the end result of this project - the Modules - which are
targeted and very beneficial to persons with an intellec-
tual impairment. Us six countries involved in this project
wish for these Modules to be used in all EU countries for
the full benefit of the beneficiaries with an intellectual
impairment.

Marthese Mugliette
President, MFOPD



Prof. Elena Tanti Burlo’ B.A.(Hons.), D.Psicol
(Padova). is presently professor in the
Department for Inclusion and Access to
Learning, Faculty of Education, Vice-President,
Director of Services of Equal Partners
Foundation and coordinates the WE ACT (The
Walden Equal partners Foundation Autism
Challenge Team) based on Applied behaviour
Analysis - Verbal Behaviour techniques. She

is one of EPF's founder members (1999) and
previously represented the University of Malta
on the Board of the Eden Foundation. She
graduated in Philosophy (Hons) from the
University of Malta and later from the Universita’
Degli studii di Padova obtaining a doctorate in
Applied Psychology. She wrote her thesis on the
History and evolution of psychiatric services

in Malta from an anti-psychiatry school and
de-institutionalization perspective. Having
worked at Malta’s psychiatric hospital with
children she very quickly rebelled against the
institutionalisation of persons with mental
health problems and learning difficulties in
hospitals and special schools. In the early
eighties she started working at Mount Carmel
Hospital and teaching part time at the university
of Malta. In 1988 she joined the University of
Malta, as lecturer, and formed part of the core
research team evaluating the students in

Special Schools recommending the move from

special to inclusive education.

Her present work as Director of Services at the
Equal Partners Foundation helps her remain rooted
in the development of community based inclusive
services which she actively advocates for.
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The effects of COVID on the education
of children with disability in Malta

his pandemic has uncovered many of the sins
of our educational system. Exacerbating the

schism between: those who have greater access

to quality education and those who have not; those
students who thrive, at times at great personal costs,
in a selective educational system, as opposed to
most students who struggle many ending outside
mainstream education. We see these students

in differentiated classrooms according to bands,
settings, and in nurture rooms, learning zones, Core
Curriculum Programme (CPP), Education Hubs,

and Resource Centres. Many of these rooms and

segregating provisions, are filled predominantly by

students with disability and/or learning difficulties,

students coming from difficult environments and

many migrant children.

Through this article I shall pres-
ent my thoughts and beliefs

on the impacts of COVID-19 on
the education of students with
disability in Malta. | will base this
writing on:

A Direct experience with
supporting children
with disability and their
families throughout this
pandemic;

B. Involvement with teach-
ing present and future
educators (teachers and
Learning Support Educa-
tors) at the University of
Malta; and

C. Research.

13th March 2020 saw the lock-

down of all educational insti-

tutions. What did this mean for
children with disability and their
families who received support
at school and after school, in
their homes and in other inclu-
sive environments, in the same
way EPF delivers its support
services? This meant that there
was a high risk of these chil-
dren remaining without support
and increasing the risk of re-
gression in their psycho-social
and pedagogical development.
The effects on the other mem-
bers of the family are impossi-
ble to quantify and qualify. The
only option left was for support
services to be transferred
online. As Director of Services
at Equal Partners Foundation
(EPF) I informed our teams of



psychologists and educators that
we were to move to and support
our members online. We felt the
need to be there for our service us-
ers with the aim of preventing any
further mental health issues.

Working online was practically
new for most at EPF, and, some
professionals however had some
limited experience of online sup-
port with members living abroad,
and after successfully conducting
some reviews online. Most parents,
psychologists, educators and other
interventionists were indeed rather
“skeptical at first” as one father put
it.

‘It was not going to work, .my
daughter has difficulty responding
to requests even when there is
physical contact” protested another
mother. The professionals were not
any less skeptical, and yet there
was no other option. This pandemic
was not going away fast

The work carried out by creative
and committed professionals is
astonishing. "It worked much better
than anticipated, .. it was a huge
relief” (Father, Parent Partner). *I
felt less pressure on myself. My
daughter was happy to see M. on
screen the second time round and
ready to engage” (Mother, Parent
Partner).

Many school educators quickly rose
to the occasion and started online
sessions with their pupils, paying

particular attention to their students
with disability. They made sure that
all felt that they belonged and great
effort was put in place to provide
online accessibility and participa-
tion. Educators, teachers and LSEs,
did this by making sure that their
students knew what lessons they
had, how to access their lessons
going out of their way to connect
with their students. Unfortunately

this cannot be said for all. Many
teachers and LSEs were and are
still sending work for the children
via internet with little interaction and
direction. One such situation which
shocked me and many others was
that of an LSE, who explained how
the teacher she had been sharing

a class with for 6 months, started
delivering lessons without informing
her and the student with disability in
her class. They did not seem to form
part of the group “class”, they did
not exist. There were others educa-
tors who shared similar experiences.

What does this say about our
classrooms? Our schools? Rela-
tionship building in these situa-
tions is certainly not a priority. One
mother said to me: “l can't stand
seeing my child's LSE's Facebook
page continuously being upload-
ed with the muffins and cakes she
is baking - isn't my child worth a
half-hour of her time per day?” This
tarnishes the excellent work other

educators are doing.

Over the summer months academ-
ics from the Faculty of Education,
University of Malta, together with
staff from the Ministry for Education
and Employment (MEDE) worked
on a document commissioned

by the Directorates for Education,
MEDE, titled Recommendations for
the Wellbeing of Students: Insights
and reflective practices to support
educators in addressing learn-

ing losses due to school closure
(MEDE,2020).



To bein
partnership
with individuals
with disabilities,
their families,
the community
and to promote

and facilitate
informed personal
choices and
meaningful lives.
The Philosophy

of EPF is based
on: Inclusive
practices, self-
determination,
empowerment

and self-advocacy.

The document outlined ways on
how to address: (a) the students’
psycho-social and emotional
well-being and (b) to understand
what the students managed to

learn during the schools' lockdown.

The first thing educators were
asked to do was to understand
the children’'s emotional state
emphasising on social and emo-
tional learning (SEL). Educators
were also encouraged to give a
handover to this year's teacher and
LSE to understand whether the
students experienced any gaps in
their learning. We know that some
have managed very well and con-
tinued to progress steadily, while
other children have completely
disappeared from the educational

radar or actively disengaged from
it. While a lot of work has been
carried out on the physical safety
of the children and school person-
nel, which has been no minor feat,

| believe that some schools have
missed out on the opportunity to
prepare for both their students’ and
educators’ emotional well-being on
their re-entry into school.

The recommendations in the
above-mentioned document were
for all students. However, particular
reference was made to the impor-
tance of holding a MAP (Mapping
an Action Plan) as soon as possible
to plan for children with disabil-

ity and or learning difficulty. The
student and parents could have
presented their lived experiences
during COVID and what needed to
be done so that the student may
better participate during class

and school activities. This could
have helped those parents who
were skeptical about sending their
children to school, fearing that the
children would not social distance,
would not keep their mask on,
might run out of class and out
things in their mouth. | personally
witnessed positive and heartwarm-
ing meetings between school staff,
parents and professionals sup-
porting the children encouraging
the parents to send their child to
school. These would have been
more effective had they been
organised either before the school
year started or at least doing the
first couple of weeks.

During this pandemic, parents have
had a lot on their plate, especial-

ly when the child with disability
remains at home. That means, on
most occasions, a parent must
remain with the child. This could re-
sult in the parent managing to work
less hours, working nights or early
mornings when the child is asleep,
or actually having to give up their
job, with all the financial and emo-

tional stress this “choice” brings
with it. More often than not it's the
mother who usually takes on the
role of home teacher plus many
other roles. Even older children
with disability seem to have desert-
ed post secondary institutions like
MCAST.

The families of children with dis-
ability long to have their support
back at home. A couple of our
interventionists went to drop off a
Christmas present for a child they
support “You're back!” The child
exclaimed. It broke their heart not
to be able to shout out “Yes, we're
back!". The youngsters too are
missing their weekly sessions, they
are missing their friends and being
away from their parents exploring
what the community offers. It is
here that | think online sessions
have fallen short.

It is of paramount importance that
EPF gets back into the homes,

and the community safely without
becoming COVID spreaders. Some
of our interventionists work in very
challenging situations and need to
be considered for early vaccination
as the children they work with can-
not make the progress they need,
and the progress they deserve. The
support they need is theirs by right
and not charity. The resilience of
every family, while highly com-
mendable, needs to be supported.



360°
BLU

A special educational initiative

by AquaBioTech Group

Essien Mifsud

Karl Xerri

he year 2020 so far, has been one of the
Thardest years for every association aim-
ing to organise activities, due the current pan-
demic situation related to COVID-19.

However, the Malta Federation received the
chance to be involved in an educational, multi-
disciplinary local partnership, tailored to differ-
ent sectors and age groups, called 360° Blue.

360°Blue is an initiative which aims to harbour en-
vironmentally conscientious citizens, that utilise
and consider our marine environment as an asset
that protects and benefits society. To achieve this
goal, 360° Blue will launch a series of activities re-
lated to marine education and awareness raising,
carried out by a partnership of local stakeholders
including private sector, NGOs, educational enti-
ties, and other associations.

One of the roles of the Malta Federation is to
reach out and link together the different groups
within a society to come together as one. It rep-
resents a movement to support persons with
any disability to enjoy every opportunity that
is available to citizens. The partnership with
360° Blue will help to do just that, in the field
of awareness raising, current environmental is-
sues and general education about our marine
environment.

So, in a nutshell, , the partnership between 360°
Blue and the Malta Federation will create new
opportunities for education tailored towards
any person in society - and we wish for you to
be a part of it with us!

As every Maltese says: bejn il-kliem ul-fatti
hemm bahar jikkumbatti!!!

www.360blue.com.mt



How COVID-19 affected us NGO's.....

I augur that MFOPD's 50" anniversary will bring about the right changes in

our sector and this in line with the UNCRPD’.

This was our President’s closing remarks of
her address in the last magazine publication.

What happened since then? COVID-19 was
the limelight of the year. This pandemic took
over all MFOPD's plans to celebrate its 50" an-
niversary. MFOPD's executive committee had
brainstormed and agreed upon various events
how to celebrate this special event. Half a
century of existence: of voluntary work by very
dedicated and committed people: of ups and
downs.

MFOPD had planned an exhibition at the
Parliament's foyer which was to be held at the
end of 2019 to open the actual 50" anniversary
events in 2020. The idea was for the member
organisations of MFOPD to each have a stand
to portray their image and aims and to present
themselves and their work. The exhibition was
intended to be a showcase for each member
organisations of MFOPD. MFOPD was asked to
cancel this event to be postponed in the first 6
months of 2020. This has not materialised due
to COVID-19.

A parliament session in the Parliament
Chambers was also planned to take place in
February 2020. This was to be organised in
collaboration with CRPD and the Office of Dis-
ability Issues. This event was also open to or-
ganisations non members of MFOPD as, not-
withstanding their non membership, MFOPD
believes in leaving no one behind. We had
the date and time; all the organisations who
wished to address this event had prepared
themselves and blocked the date and time;
the Commonwealth Disabled People's Fo-
rum planned their visit to Malta to coincide
with MFOPD’s parliament event so as to join
us in this event...this event was cancelled to
be postponed for a date later in the year 2020.
This also did not materialise due to the pan-
demic.

The main event of the celebrations was
the conference and workshop about Personal
Assistance with Dr Adolf Ratzka as the foreign
guest speaker. This was to be organised in
collaboration with CRPD and to take place in
April 2020. This event was postponed to 2021
with the hope that the pandemic situation will
by then be controlled.

Another event MFOPD was organising to
celebrate its 50" anniversary was a half day
seminar about UNCRPD which was to be held
in Gozo. As the national umbrella organisa-
tion for the disability sector, MFOPD speaks
in the name of all disabilities and all persons
with disability in Malta and Gozo. This Gozo
event was to be an opportunity for MFOPD to
physically be among and with our Gozitan col-
leagues who, like us, work for the betterment
of persons with disability. This event too had to
be postponed due to COVID-19.

Having had to cancel and postpone these
50t celebration events, MFOPD decided to
strongly aim and focus on how to make the
necessary positive changes happen in Malta
when deciding policies which relate to per-
sons with disability. MFOPD believes that it
should be one of the stakeholders in all dis-
cussions relevance to persons with disability,
at all levels and by all authorities. MFOPD held
meetings with various persons in authority to
discuss this matter. Throughout this particu-
lar year, MFOPD had various press releases
published by the media which among others,
underlined the need of its participation, col-
laboration and partnership in all that matters
our sector. MFOPD is the 33 organisations
enrolled with it; it is the voice of persons with
disability.

VENERA MICALLEF
Secretary MFOPD




Going through
things you

never thought ms

you'd go |
through will

only take you

places you

never thought

youd get to”

- Morgan Harper Nichols

OPENING DOORS
ASSOCIATION is a non-
governmental, not-for-profit arts
organisation that works for the
active involvement of adults
with intellectual disabilities in
the artistic and creative sector.
The last few months have
certainly been unique and hectic
times for us at Opening Doors
and Covid-19 has been one of
the biggest challenges we've
ever faced. However, we believe
it is times like these where our
love for the arts and community
support not only endure but
thrive.

Back in March, our artistic team and performers were
working hard at preparing for their annual spring performances
and open-air jams. Then the pandemic hit, and all our carefully
laid plans went out of the window. Following Health Authority
directives, our public events had to be cancelled and our
dance, music and theatre groups had to stop meeting for their
weekly training. Determined to find a way to carry on providing
performing arts sessions to its members in a safe way, the
artistic team quickly devised ways of engaging its performers
virtually, through online sessions, tutorials and support on
social media and via phone. This process was not without its
challenges, but with the support of our dedicated team of
professionals, most of our members joined this new way of
training delivery. For many of our members, gaining these new
technological skills was extremely empowering and enabled
them to have a regular creative outlet and opportunities for
socialisation during this frustrating time.

This period also pushed our groups to find new ways of
engaging their audience. In fact, each group came up with
online recorded content that could be shared via social media,
allowing them to reach audiences in a new, virtual way. Radio
plays, choreographies, musical performances and session
recordings were all shared online and received with very
positive feedback. The Opening Doors performers and artistic
team have shown that despite the changes and difficulties
brought on by the pandemic, there are many ways to express

and share creativity in our communities.




by ADHD Malta (Support Group)

0 ATTENTION DEFICIT HYPERACTIVITY DISORDER

For most people with ADHD, our

condition makes it difficult to focus
on things that don't capture our
interest, or that we find boring - and
that’s a real problem when you con-
sider how many things in our lives
(work reports, homework, lessons
and lectures, laundry and paying
bills) are, well... not interesting.

It's like there's a switch in our brain,
and if that switch doesn't get flipped
by interest, then it's very, very hard to
get our brain to pay attention and get
things done.

To other people, it looks like we
are lazy, messy, distracted, fidgety
and disorganised - but those are not
personality traits, those are the symp-
toms of our disability!

Untreated ADHD often looks like
anxiety and depression, because try-
ing to function as a member of society
when your brain just won't co-operate
is... really hard. Especially when your
disability is "hidden", and your family,
colleagues, friends and boss just can't
understand why you can't function
like other people (and tend to throw
shame your way, instead of support).

Sleep, exercise, talk therapy and
medication are four of the main things
that help our brains to function better.
Many adults with ADHD spend a con-
siderable amount of their time, energy

and money trying to find any way we
can to help us to function better, be-
cause that improves our quality of life.

So you can imagine how terrible
the Covid-19 lockdown starting in
March of 2020 was for us... Access to
our exercise routines in gyms? Cut
off. Access to our therapists in clinics?
Cut off. Access to the psychiatrists
who prescribe our medication? Cut
off. Many of our needed services still
haven't been restored as Covid-19
restrictions remain in place.

Getting through a pandemic is
hard enough for neurotypical adults,
but for those with ADHD there is a
whole other layer of difficulty as we
try to keep functioning in increased
adversity while having lost almost all
our support.

Children with ADHD are similarly
affected, cut off from therapy and
friends, and forced to access their
education through methods that are
not very compatible with ADHD, and
usually without their Learning Support
Educators to help.

Did you know that ADHD is highly
hereditary?

Yes, that means that parents with
ADHD likely have kids with ADHD, and
need to also try to support their strug-
gling children on top of everything
else. Ever tried to Zoom your boss

while your ADHD child is zooming
around the room? Fun times.

It's not all bad though...

Doing work and school at home
means that you can sit on a bouncy
ball or run laps around the room to
work out your fidgeting and help you
focus - things that your teacher or
boss doesn't take kindly to at work or
school.

For parents with ADHD, the crush-
ing burden of the several dozen tasks
that it takes to get kids from sleeping
to school each morning is lifted by
homeschooling.

Finally (finally!) as many business-
es go online, we can do many errands
and tasks at times when we're feeling
productive (i.e. at 2am) - as well as
attending doctor and therapy ap-
pointments online instead of traipsing
around Malta in soul-crushing traffic
to access the services that we (and/or
our children) need.

In closing, people with ADHD can
be quite extraordinary - we're crea-
tive, we dream big, we hyperfocus for
hours on new projects, and we're very,
very good at coming up with innova-
tive solutions to problems - exactly
the sort of people that you want to
have around during a global crisis.

You're welcome!



Caritas Malta
Epilepsy Association

eople with epilepsy and their friends and
Pfamilies have a lot of experience in over-
coming challenges and this season of Covid
19 has been no exception. Literally almost
every person in the world has had to make
major adjustments in their lives. The mem-
bers of Caritas Malta Epilepsy Association
have risen to the challenge admirably.

Just days before the lockdown begin, CMEA
had a national conference planned with ev-
erything booked, printed, prepared, and ready.
Unfortunately, the conference had to be
postponed and our speakers from abroad had
to cancel their tickets. This did not mean that
the association stopped working though! The
committee members of CMEA have contin-
ued to meet online and even to consult with
different groups regarding epilepsy training
and guidance. A Zoom member's meeting
took place in March where we heard from Dr.
Josanne Aquilina, a neurologist at Mater Dei.
She graciously gave time to answer questions
and advise CMEA members regarding the new
realities of visiting the hospital and the chang-
es in both the ER and outpatients. Committee
members were also able to contribute to a
Malta EU Steering Committee and hold their
Annual General Meeting in September via
Zoom.

\¥hen CMEA members were asked about

the effect this new reality has had on life with
epilepsy in Malta, there were some positive
comments. Some of our members are unable

to have a driving license due to uncontrolled

seizures, and they travel by bus. Although
there were still some problems, overall, they
concurred that there was much less traffic and
fewer people traveling by bus, so transporta-
tion improved. Another positive was that the
prescription process and paperwork has been
eased to cut down on the amount of people
visiting the hospital. This has made it much
simpler for many people to access needed
medications at the pharmacy of their choice.
Tele-doctoring was also overall appreciated, as
a lot of time and effort was saved. On the other
hand, some people felt rushed, as if the doctor
was in a hurry to be finished, and they did not
have the opportunity to ask some questions
they really wanted to ask. Several members
lost jobs due to the pandemic and this of
course led to a loss of income and increased
stress and anxiety which tends to exacerbate
seizure activity.

Like many others, the time at home and feeling
cut off from others has brought challenges
including some feelings of anxiety and depres-
sion. Various methods of stress relief that were
shared included painting and drawing, hiking in
nature, and exercising. A Gestalt psychother-
apist, Verena Portelli, generously volunteered
to donate some time to assist CMEA and its
members in the coming months. For future
meetings online and any questions, contact us
at maltaepilepsy@gmail.com or https://www.
caritasmalta.org/cmea/.




hink of all the calamities that
Thave had an impact on the
world, and you would see that
each one of them was used to de-
scribe the advent of the pandem-
ic. The effect of the pandemic on
our psyche was so huge that we
all somehow tried to compare
it to other scenarios, which had
devastating and long lasting
effects on our collective way of
life. The narrative has often been
built around the notion of wars,
earthquakes and tsunamis due to
its magnitude and above all the
response required. But in a way,
for the majority of those born
after the war and in particular to
those born after the 60s, this was
a unique situation, which some-
how was difficult to define in view
of the fact that, we in Malta, had
barely been affected by anything
as big and dreading for long. The
unknown was being compared
with other things which we did
not necessary experience in our
collective recent history and led
to a spike in anxieties of how to
act, what to do and what's right to
do. It was a perfect storm of fears
of the unknown multiplied by the
fear of what we were getting to
know and experience.

BY ID-DAR TAL-PROVIDENZA

To us, this was no
exception.

Let's think of Covid as
an earthquake, which had its

epicentre on the bottom of the

ocean, but exact position of

which was difficult to locate,

creating a sense of anxiety as
to where it happened, how it
happened and to what extent

the aftershocks were to be felt.

Those unanswered questions

began to be answered when

we started seeing the tidal

effects, like in a tsunami. And

true to the similarities, we had

no real knowledge of where

to look for shelter and what

kind of shelter would be most

effective.

Stage 1 - The initial
shock

The first time we heard
about Covid-19 was like a
shock but somehow far and
distant. You know it happened
in Asia and you hear people
saying that it might reach you,
but deep down you secretly
hope that it does not reach
where you're standing. Due
to geographical distances,
vast land masses dividing us
from that part of the world,
(Wwhich occupies a big part of
the earth) and the sea always
gave us a sense of ‘'security’
that what happens elsewhere
won't hit us unless someone
carries it here, so that hope is
further fuelled by our sense of
collective ‘denial that makes
us think we're immune.

When the pandemic
reached Europe, it hit our
closest neighbour, the country
which we relate a lot to, which
influenced many of our gener-
ations and the country we are
exposed to in terms of media
coverage. When ltaly was hit,
in the way it was hit, we some-
how all started to feel that the
pandemic was getting closer.
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The Warning Intensifies

The news started becom-
ing more frequent and intense
and the residents and the staff
started becoming aware that
this is going to hit us. News of
nearby countries registering
their first cases were becoming
ever more real and the antic-
ipation of whether it's going
to hit us or not was sort of a
prohibited dream, in your heart
you wish it doesn't but the
logic tells you it will. I recall the

The First Impact

scenes on the news, accen-
tuated by the narrative and

the Italian language, which we
understand well and somehow
you could see that the panic
started creeping in; the most
susceptible as well as the most
doubtful start having panic
attacks. However, we were still
hoping when it struck the north
of ltaly that it would not hit us,
because the north is far from
the southern most tip of the
peninsula.

Due to the lack of experience and the invisibile aspect of it, ev-

erything and everyone becomes the enemy, at times even yourself.

You want to shield yourself from others as much as you want to shield

others from yourself.

A tidal Wave?

Until one day, rather suddenly,
the reported cases were esca-
lating, and the panic button was
locked in. At one point, all the
plans, thoughts and concerns
had to be enacted and somewhat
despite all the professional expe-
rience and high-level of planning,
you just pray and hope that your
plan will work to ‘prevent’ situations
within the home. Several changes
were implemented and started to
take place in just few days. Visits
by parents and volunteers were
stopped, outside activities for
residents were restricted to only
emergencies, masks were quickly
sown by the seamstress’ team and
we had to get used to recognising
each other through the windows of
the soul - the eyes. So many de-
cisions in so little time, hoping that
it was enough, but be prepared in
case it is not.

The sense of insecurity
throughout was felt by and large
by everyone. The residents felt the

The residents who were lovingly taken care of up to some days hit but could not immeditely iden-

before had now become a potential harm to their flat mates, their car- tify where from and why. Reactions
were varied, some welcomed the
peace and repetitive rhythm and

helped them calm down. The ‘er-

ers, the families and vice versa. To each their own, and the fear that the
potential virus is lurking somewhere around waiting to pounce started
to become more real. Some residents reacted immediately, others
were not entirely sure what was going on, while those at work, possibly ratic’ life of activities and encoun-
ters could have been challenging
for them and the predictability

of the situation helped against

experiencing all of this reality, trying to understand where this will end,
if it will end and hoping it will not hit anyone close to you.

that. Others were not so enter-
tained, and the lack of outings and
interactions brought out the rebel
in them and they could not really
understand let alone accept that
segregation was not only heeded
but vital.

The staff continued with their
newfound roles, but some had to
struggle more than others. Parents
of small children became more




concerned, and the vulnerable
amongst us had to stay at home
adding new responsibilities to the

rest of those who could and had to
come to work.

The management was under
pressure to take decisions without
precise information, no knowledge
of what to do in the situation, no
real rock to hang on to. And at
the bottom of all this, like always,
remained the preoccupation about
funding the running of the home
- that is - protecting the lives of
the residents and the jobs of the
Home's employees.

A Second Wave
- the ‘New Norm’

There was a time of calm
before the storm, the first weeks
of July certainly were hopeful
but boy oh boy how wrong were
we. Suddenly we were hit by a
second blow, much larger that
the first. And back to square one.
Doors closed, contacts restrained
to zero, outings limited again. But
this time the residents reacted
differently. Fatigue kicked in and
everyone was tired and wanted
to enjoy summer and, for some,
staying inside and not enjoying the
usual activities became increas-
ingly challenging. The staff and
the management were upset that
as a consequence of the hedo-
nistic and irresponsible pleasure
of some, so many others were
pushed back into a communal
hermitage.

The Home had to once again,
go in overdrive, providing for what
was missing to try and patch up
as best it could. Help was sought
from wherever and the true sense
of a pandemic was now under-
stood as everyone is hit one way
or another. The usual bastions of
support were now themselves
reaching out for help and the
world was forced to rethink its
actions.

The Home was forced to
take extraordinary measures to
compensate for the non-action
of some. All this was happening,
not only against a backdrop of
news of the growing numbers of
new cases including in residential
homes, but, even worse, the num-
bers of people who succumbed to
Covid-19.



We felt it was imperative
to do our best to protect the
residents and staff and provided
transport for workers to shield
them from those in the community
who were not being responsible
enough. Again, we were forced

to live in hiding as others chose

to continue to roam freely while
having symptoms.

Our commitment was to con-
tinue to forcefully protect those
who we are entrusted with to safe-
guard their wellbeing even when,
at times, the general feeling was of
a 'live and let live' attitude - slowly
transforming itself into ‘live and let
die' by some.
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Looking at the Remains

Will we ever the able to look
back and see what remains?
The hunch is that vulnerable
persons will always continue to
be vulnerable and the Mat-
thew effect (Matthew 12:29) will
ensue.

The residents and all other
vulnerable persons will have
one more difficulty to contend
with and thus “To everyone who
has, more will be given, and he
will have abundance; but from
him who does not have, even
what he has will be taken away”
and in many cases, not just here,
Covid-19 took away from us
dignity’

We often overlook dignity and
find it hard to define. Dignity
has no price and is difficult to
quantify. Dignity is from having
something decent to eat, to be
taken care of. Dignity is being
with your relatives when
you heed. Dignity is giving
the care when required.
Dignity was the biggest
casualty in this pandemic.

Dignity is what we strive
every day to give to the

residents. The Home's ethos to
help residents and their fam-
ilies achieve more is truly the
essence of ‘providence’, for it
is the selfless love of the many
towards the other that makes
Dar Tal-Providenza a treasured
Maltese manifestation of the
providence of dignity.



The Impact of Covid-19
on DSA Members

Since the breakout of Covid-19, we
had to cancel most of the activities.
We know that the situation is the
same all around the world and

that each and everyone has very
limited social life, but the impact of

covid-19 on our members is leaving

a lot of repercussions.

Our member adults, youths and the parents /
carers / guardians of the younger ones testified that
at the beginning of this situation everybody stayed in-
doors. They were terrified. Most of our members have
underlying health conditions, with the most common
having had heart interventions.

We started having some online activites. Meetings
on various platforms, quizes, online cooking sessions,
even therapy sessions were online. This was not easy
at all. Sitting down infront of a screen is very boring.
No interaction. Prompting is very difficult. Most of
them needed support to be able to hold a session on-
line and this created issues such as becoming more
dependant of their parents/cares/guardians.

It takes a lot of energy and work from the parents,
the tutors and therapists to support a person who has
the condition of Down syndrome to learn life skills
S0 as to become as independant as possible. This
pandemic situation was not helpful at all. Staying at
home day and night with the same people, with only
your close family, practically nothing to do except
online sessions, computer, television, tablet, playsta-
tion and mobile are not of much help to improve their
skills.

Notwithstanding such situations, parents had
to continue going to work. Those who were lucky,
worked from home. In both cases parents did their
utmost to support their children but they are neither
teachers nor therapists. This kind of life tripled the
stress for the parents/caregivers. They had to juggle
between work, supporting their children and house
work.

The situation for employed adults who have Down
syndrome ended up not going to work. They couldn't
work form home either considering the nature of their
work. So their routine, their dignity, their independent
living to which they worked so hard to achieve was
completely disrupted.

Now, we are really looking forward to leave all this
behind and to start building again on what has been
left. Our youths want to be themselves to decide new
routines, new activities and new friendships. They
want a place where they can socialise. They want, and
decided for a new better normality.
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The COVID-19 pandemic has
forced countless individuals to
make changes to their everyday
routines. This may perhaps have
been more challenging for persons
with dyslexia and other dys-
profiles. Carlile Sea, the assistant
conservator at the Canada Aviation
and Space Museum, who also has a

profile of dyslexia reflects that:

Likewise, my life has changed
dramatically in a short time. In some
ways, these necessary changes
have been magnified for me be-
cause, like one in five Canadians,

I am dyslexic. As a member of the
disabled community, | believe it's
essential to look for the similarities
between people, but it's equally
important to understand and

make space for what sets us apart.
(https://ingeniumcanada.org/chan-
nel/articles/living-with-dyslexia-
during-the-covid-19-pandemic)
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Taking our inspiration from
Carlile Sea’s life experience, we
would like to first briefly present
this profile and then share how
the COVID-19 experience may
have affected attitudes posi-
tively.

In broader terms, the brain of
the dyslexic individual is physi-
cally hardwired differently than
the neuro-typical brain. Dyslexia
in fact also forms part of the
population now often referred to
as neuro-diverse. Over the past
decade, advances in neurosci-
ence, most prominently the
use of Functional Magnetic
Resonance Imaging (FMRI), have
helped us better understand the
human brain. We now know that
when dyslexic individuals read,
different sections of the brain
are activated when compared
with non-dyslexic brains. So,
while it was previously believed
that profiles like autism and
dyslexia could be overcome, we
now know that the brain's physi-
cal wiring of the brain is different.
Such a discovery also falls within
the models of Otherness and
Inclusion. This different wiring
includes visual memory, capac-
ity to analyse data, problem
solve in a much broader sense
and make connections between
abstract thoughts as strengths in
this population.

Very often, images of words
and letters moving are imaged
when someone hears the word
dyslexia. This, however does not
present an accurate picture of
such a profile. Apart from literary
challenges, there are other cogni-
tive skills which may affect profiles
of dyslexia. These include auditory
sequential short-term or working
memory, challenges with laterality
and directions. Such challenges
may be helped with Assisted
Technology. For example, Carlile
explained that “In 2014, | bought
my first smartphone and started
using Google maps. This was
revolutionary for me! Until then,
| really didn't have the freedom
to move around how | wanted to,
because | would get lost and not
remember my phone number or
address (plus, I'm unable to read
bus schedules)

Our society is learning that
there are alternate ways of exist-
ing and that the “one size fits
all” model does not work for all
people. COVID-19 has brought this
reality to the fore and has perhaps
led to society truly making this
shift to live with and accept differ-
ences. Many alternative measures,
which were before perhaps only
used by the disabled community,
are now being used by all. Maybe
the true meaning of the inclusive
experience is now being better
appreciated and understand by
all. The Social Distancing experi-
ence is therefore an opportunity
for humanity to look at all its dif-
ferent profiles. As COVID-19 forces
us to make shifts from what was
considered the norm by all, it is
very important to step back and
see the differences and strengths
that can be found in different
capacities, particularly with the
increased use of Assisted Tech-
nology.
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The Malta Society of the Blind (MSB)

The world has this year changed in a very short

time, and the impact of the coronavirus (COVID-19)
pandemic on the lives of blind and partially sight-
ed people will be with us for a very long time. Tre-
mendous efforts have been made to ensure that
the blind and partially sighted people are not left
behind as our government struggles to meet the
local health emergency. Far too often, the needs
of blind and partially sighted people are forgotten
in the midst of various national exigencies. Sadly,
now we have to add a worldwide pandemic to the
list. As with all of our work, it is up to us to make
our voices heard and advocate for our needs. In
addition to advocacy to include the needs of blind
and partially sighted people in the national policy,
we have helped to support our members and
others through the delivery of practical day-to-
day information, and to parents who are adjusting
to having their blind children out of school and
who are suddenly responsible for supporting the

The Malta Society
of the Blind (MSB)
has always sought
to help blind and
partially sighted
individuals to
achieve the targets
and goals they
choose in life.

education of their blind children at home without
the promised Ministry of Education Braille Em-
bossers to work on. There are no easy answers,
but together we will continue to advocate for full
and equal representation of blind people in every
aspect of life.

We have had meetings with the Agenzia
Support CEO and with the Hon. Silvio Parnis. We
have been held up on some important issues
and therefore we even recently wrote to the Hon.
Prime Minister. We are presently in discussions
with the Ms Denise Fiorentino, Director General
for Research, Policy and Operations at the Min-
istry for the Family, Children’s Rights and Social
Solidarity in respect of Braille embossers for blind
children, election voting mechanisms for blind
persons and for other adequate Day Centres for
these unfortunate persons.

http://maltasocietyoftheblind.org/



THE IMPACT OF COVID 19 ON

FIBROMYALGIA &
ME SUFFERERS

By Ruth Debono
ME, CFS & Fibromyalgia Alliance Malta

This seems to be the million dollars
question this year! How has Covid

19 impacted you? To be fairly honest |

have been impacted in as many ways
possible both positive and negative
however on discussing it with my
colleagues who suffer like me and
volunteer like me, | could notice that
their experiences differed from mine.




My experience this year started with the worry
of a new virus unexplained, unknown and therefore
alien to our knowledge. This created a sense of
anxiety with it came the impact we had at work. My
fibromyalgia was never really acknowledged at work,
I still had to work hard with no room for much change
or adaptation including work from home, however,
coming Covid 19, | was suddenly acknowledged as a
vulnerable person, was put on work from home then
on forced leave then made redundant within a period
of three weeks. This brought with it a rush of stress
and a huge flare up. My symptoms were very severe
and while initially | took it very harshly, personally |
must say, then | understood the situation the world
was in and | tried to adapt. Adapt to the new world
of unemployment. In the beginning my body was
thanking me thinking it was on holiday mode. | started
to sleep better, relax more, had less stress and of
course enjoyed the extra time | had with my family.
| could realise the impact my part-time work had
on my body and how over stimulated my body and
mind were. It was due to being made redundant that
| could realise the difficulties | was putting myself into

by working and the effects it was having on my illness.

I was always very fatigued, exhausted, breathless, in
pain, much like bruised all over, all the time everyday

and night with no rest.

Asense of
hopelessness
Suicidal
Thaughts
Anxiety About

Ones Futyre
Fear

Lossof Sociaf
Confidences

| FIBROMYALGIA ME/crs ARE REAL

My colleagues and | in the board have been
incessantly asking for remedies that can be applied
by the legislators to give a sense of belonging to our
members. Belonging to society, in the family and at
work. Being sick with an invisible illness brings with
it a lot of uncertainty and questions. How will | cope?
How will | feed my family if | stop working? What can
| do from home to ease the financial burden? How
am | going to clean the house after | come home
from work? All questions which in reality pop in each
person's mind but for someone who is chronically
ilL they are not only realistically scary but have no
answer unless the government gives financial and
medical aid.

Both Fibromyalgia and Myalgic Encephalomyelitis
are still under research by scientists who are baffled
as to why they attack all the systems of the body in
such a manner. Imagine how the person inflicted with
such illness feels in the beginning. Estranged from
the older version of him or herself, scared, anxious
and most of all misunderstood. With the Covid 19
virus, it being a new virus unknown and unresearched
we could feel like the same story was unfolding in
front of our eyes. However, due to the masses being
inflicted by it, and deaths, all the governments in
the world had to do something about it. They had to
invent strategies to help the families and businesses
not go into bankruptcy. This urgency brought with it a
sense of collaboration with countries from all over the
world to help each other out.

So, our question is why did it have to be a virus for

the governments to realise that an illness impacts

the persons and the families in such a way that
they need help?

Is it possible that there had to be
massive deaths for them to address
such a situation? We all know the rise in
chronic illnesses including Fibromyalgia,
ME, depression and other illnesses,
so why do the patients who have now

become disabled, have to fight for their
rights to a decent living?

Our questions have been asked
incessantly but still we have no answer for

them. What we need is a legislation which
protects the vulnerable both medically and
financially to bring back the possibility of a fairly lived
life and to protect patient's rights.
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