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Concept note and agenda

Background

With the adoption of the Agenda 2030, attention has been paid to leaving no one
behind. Persons with disabilities through intensive advocacy have succeeded to
break their invisibility in the MDGs to be included in the Sustainable Development
Goals. However, persons with disabilities are not a homogenous group and some
constituencies such as persons with deafblindness are very often much more
marginalised.

The multiple barriers that they faced such as lack of access to support services,
accessible information and assistive devices makes it very difficult to even
structure themselves in strong advocacy group to voice their issues. They are often
marginalised even within the disability movement and can’ t do not get a chance
to engage in political participation and public life to claim their rights.

Experiences of WEDB and IDA in the 10 years of work on the implementation and
monitoring of the Convention on the Rights of Persons with Disabilities have shown
that there is very little attention paid by national and International stakeholders
on the issues of persons with deafblindness. This is both the results and the cause
of the general lack of knowledge of the diversity of issues and specific inclusion
requirements of persons acquired or congenital deafblindness.

While there is a fairly organised community of services providers gathered within
deafblind international, it did not manage to connect with the broader disability
movement. Issues of persons with deafblindness are indeed tackled by a set of very
specialised stakeholders. WFDB as well as its members such as the African deaf
blind union have succeeded progressively to engage with the broader disability
movement to amplify their message within IDA as well as EDF or more recently African
Disability Forum or Sense international within the IDDC.

Few elements show that even among the disability specific work persons with
deafblindness are marginalised. There are only 7 reference to persons with



deafblindness in the 2011 world report on disability, 10 times more references
to persons who are deaf or persons who are blind. There have been only 6 specific
references to persons with deafblindness in the CRPD concluding observation of
40 countries review up to December 2016 (20 times less than for deaf persons or
blind persons).

To raise the profile of issues of persons with deafblindness, there is a critical
need of an evidence based global report on situation and rights of persons with
deafblindeness that would become both a reference for CRPD and SDGs implementation.
Such report would also be WEDB contribution to the 2020 SDGs baseline. It is planned
to produce a follow up report in 2025 to measure progress.

Such reference global report is critical to build common ground and understanding
across regional and global disability, development and human rights stakeholders.
WEBD will use to process of development of the report to mobilise both WEDN members,
their allies as well as the UN agencies. The process will be fully consultative,
including via a survey, to ensure strong ownership by WFDB members.

The report will be built on evidence gathered by researchers of the International
Center for Evidence in Disability London School of Hygiene and Tropical Medecine
(ICED-LSHTM). While the focus of data collection by WFDB and partners will be on
lower income countries, the European conference of Deafblind international in
September 2017 will provide a great overview of situation in higher income
countries.

As a key milestone in the development of the global report, an expert meeting will
also be organized in September in Geneva both to mobilize and to gather contribution
of different NGOs and UN agencies including WHO, OHCHR, ILO and the Special
Rapporteur on the rights of persons with disabilities among others.

Meeting participants

- Executive Board members of WFDB (Asia, Latin America, Europe, Asia,
Africa)

- Sense international

- 1DA

- WHO

- OHCHR

- Researchers



Provisional Agenda

09. 00-09. 45 Part 1: Introduction
— Welcoming words by WFDB, WHO and OHCHR
— Round table presentation of participants

— Presentation of the global report initiative
Break

10. 00-10. 50 Part 2: Preliminary findings presentation - Islay Mc Taggart and Morgon
Banks

— The presentation will introduce the role of ICED’ s Researchers in this
report, include preliminary findings from the literature review and
quantitative data analysis, and present options for additional datasets that
could be included within the scope of the report” .

Break

11.10-12. 00 Part 3 Presentation of key issues of persons with deafblindness from
WEDB perspective
— accessibility and access to information

— discrimination

— Education

— Gender equality

- Rehabilitation

— Employment and vocational training

— Communication method and guide interpreters

— Situation of emergencies
Break

12.10-13. 00 Part 4: Presentation on policy solutions and interventions based on

Sense International’ s learning

13. 00-14. 00 Lunch break

14.00 - 15.30 Part 5: UN agencies perspective
— WHO: Introduction to WHO, how deafblindness is defined by the WHO, needs

for further research and rehabilitation

— OHCHR perspective on non—discrimination and reasonable accommodation of
groups with high support requirements such as many persons with
deafblindness. 45mn

15.50 -17.00 Part 6: Synthesis
— What can we do to make the report the most impactful? What would be
participants’ advice based on their experiences with global reports? What

could be each other contribution in the global report and next world



conference?

Annex
Provisional structure of the Global Report

The content of the report will be framed both by the CRPD and SDGs. It will combine
source of information ranging from disaggregated national censuses and surveys,
literature review, national report to the CRPD committee, good practices
documentation from Sense International as well as feedback and information from
WEDB members.

Part 1: Who are persons with deafblindness?
1.1 Diversity of persons with deafblindness:
1.2 Diversity of support required

Part 2: Situation and rights of persons with deafblindness
Education

Health

Employment

Home and family

Equal recognition before the law

Habilitation and rehabilitation

Social protection

Living independently and being included in the community
Violence and access to justice

.10 Public life and political participation

O CO0 1 O U1 = W DN +—

Part 3: Way forward

3.1 Key issues to consider
- Increasing awareness
- Law & policy considerations
- Scale up support system, including costs of inclusion / exclusion
- Remove barriers
- Voice, self-advocacy, and inclusion in decision—making

3.2 Recommendations and call for action
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Technical Meeting
Global report on situation and rights of persons with disabilities

WCC, Geneva 13" September 2017

Participants:

Alexandre Cote (IDA)

Silvia Quan (IDA)

Tchaurea Fleury (IDA)

Not audible- (WHO)

Megan not audible— (WHO)

Morgon Banks (London School of Hygiene & Tropical Medicine)

Islay Mactaggart (London School of Hygiene & Tropical Medicine)
Christopher Woodfill (North american repr of WFDB)

Sonnia Margarita Villacres Mejia (Ecuador, Latin—America WFDB vice—president)
Carlos Jorge Wildhagen Rodrigues (latin american WFDB representative)
Akiko Fukuda (Asian representative of - WFDB)

Facundo Chavez (OHCHR)

Ezequiel Kumwenda (Malawi, president African Federation of the DB)
Riku Virtanen (Europe representative of WFDB)

Bailey Grey (Sense International)

Ximena Serpa (WFDB)

Geir Jensen (president — WFDB)

NOTES: Day 1
Opening remarks from Geir Jensen - president WFDB

World Health Organisation

Presentation from Alarcos Cieza - I am thankful to the work that the federation
of the deafblind and the IDA for creating this meeting and a platform for
interaction. This is important for WHO because it gives the opportunity to create
a good basis for collaboration. This meeting is also timely from our perspective
for 2 reasons: The first reason is tha WHO is preparing both the world report on
vision and the world report on hearing. And despite of these 2 reports being
different to the world report on disability, they will be also important for persons
with deafblindness. The second reason is that the two programs that WHO wants on
vision and on hearing will have a new focus: In the past WHO reports focused a
lot on prevention, now the programs are broader and these will cover increasingly
not only prevention but also early identification, treatment and rehabilitation.
We look very much forward during the day to hearing from you to have suggestions



from you regarding these two reports. Thank you very much for now.

Alex - IDA advocated for leaving no one behind but also had to acknowledge that
more should be done to support those constituencies that face more barriers. I
am very happy that this meeting is taking place. I will just go through the agenda
of the day: Presentation by Isley and Morgan on the preliminary findings on their
work for the global report (exclusive), after that WFDB board member will tell
key issues faced by persons with deafblindness from perspective of WFDB. Bailey
will present lesson learnt from Sense international with regards to policies
solutions and interventions referring to persons with deafblindness. We will also
have a perspective from UN agencies (OHCHR, Facundo Chavez Penillas - WHO, Alarcos
Cieza), and a final synthesis (reflections).

5 minutes break

Alex — -+ and Sense International have started the process for the world report
on deafblindness. We know that there are a lot of issues on evidence, data and
policies that are supposed to support them. As a starting point we have the chance
to have the presentation of Islay and Morgan to give us an insight on their
preliminary findings.

International Center for Evidence in Disability:
(Islay and Morgan)
In this work, a group of researcher based in the London School of Hygiene and
Tropical Medicine was involved. The International report on deafblindness:
Core points:

- Measuring deaf-blindness: going through approaches and definitions;

- Review of the literature on deafblindness (How common it is, what causes;

impact on deafblindness of key areas)
- Quantitative analysis using ICED data: How common is deafblindness

We know that the Nordic definition of deafblindness is ‘Deafblindness is a
combined vision and hearing impairment of such severity that it is hard for the
impaired senses to compensate for each other. Thus, deafblindness is a distinct
disability.’ But we also know that the definition of deafblindness varies from
country to country. These differences will affect the way tin which people will
be considered deafblind and the differentiation between deaf-blindness and other.

Morgan - talks about findings in existing literature.

Estimates are very old, but it shows that around 1% of children have deafblindness,
and that it increases in the adult-age to 6/28%. There is no fixed definition of
deafblindness. Most use clinical measures for hearing and visual impairment.

Looking at the causes: It is more common in adults. The causes are related to
diseases coming from aging. In children it can be related to Down or other syndroms.



86% of children with deafblindness had other impairments; persons with
deafblindness are more likely to experience mental health conditions: In UK 60%
had psychological distress, only 5% had access to services.

Barriers listed in literature: — lack of provision of facilities and services to
accommodate persons with deafblindness; — most special services are urban—based,
people in rural areas are particularly left out; For countries like US, insurance
doesn’ t cover all specialist needs; — For on-going support (even in high income
countries) persons with deafblindness rely on support by family. Talking about
quality and participation, the level is very lower even if compared with other
persons with other disabilities. Sometimes, persons with deafblindness decide not
to participate to the society because of stigma and stereotype; All past studies
focused on education in segregated settings. For employment: few studies on
employment, mostly case study. Almost no study measured poverty, extra costs for
persons with deafblindness. Several studies talk about extra costs, but no
quantifying. There is a general /lack of good data: most studies are small, not
generalizable; there is almost no data from middle—income countries. Lack of data
is also on access to employment. It is difficult to compare findings because of
difference in definition of deafblindness.

We looked at 900 studies and from that, there were only about 30 which were relevant.
Most of data is based on both presence of hearing and visual impairment and does
not specify which one is more severe or the level of severity. The majority of
studies do tend to focus on older adults.

In the last 3 years we collected data in Cameroon, India, Guatemala. In each case
we used the short list of questions of the Washington group. This is the best
practice tool existing now, which has several domains: mobility, hearing, seeing,
communicating, remembering or concentrating, self care, upper body strength (--+).
It has a few results: Wide, Moderate( ‘some’ and ‘a lot’ ) and Severe ( ‘a lot’
of difficulties).

Islays - She went through results on how deafblindness affect people’ s lives
Case studies.

Deafblind people have restricted access to education, employment in all the three
case studies. In the research we looked at the type of work; satisfaction with
health care services; quality of life, socioeconomic status, participation. Data
on associations (access to school/work) are available for wide threshold; we found
out that there is a low number of deafblind children and that there is the need
of data across different countries and regions given differences seen.

Morgan— we found out that there are options to gather additional datasets.



Questions&Comments:

Ezequiel - Lack of access to information creates barriers to participation in
society.

Akiko — We survive thanks to our assistants. We could die if for one day we don’ t
have them. As persons with deafblindness, we have difficulties in mobility,
communication, information. And in situation of disasters, it s very difficult
to ask for help, even to get the information that an emergence like a fire is
occurring until we don’ t get burnt. Assistance is very important for us, we need
a person who interprets. If assistance is missing, we are not able to participate
on an equal basis with others. That’ s why I would say that for persons with
deafblindness “Nothing about us without persons who support us” .

Alex - all of you raised the issue of assistance. Do you think that the issue to
be autonomous is well understood in your country?

Chris - North America — Generally speaking, 10/15 years ago, the deaf and blind
communities have been more open to deafblind. Before, we were not included in either
of those groups. For example, Gallaudet University opened to deafblind students
and programs in the last years.

Margarita - In Ecuador there is a lot of support among deaf and blind associations
and the deafblind. Of course, once the president changes, the relationship changes,
but we have always had support from them. On the other hand, the Government does
not still recognise deafblindness as unique disability (but multiple/combination
of others).

Lunch break until 1.50pm.

Bailey Grey - Sense International (See slides)

Thanks to ‘- and ILO to involve us in this report. Sense international works in
9 countries and focuses on children and youth with disabilities.
Presentation on policy solutions and interventions. Organisations that are working
on persons with deafblindness usually have few resources and are small and few.
In order to ensure that persons with deafblindness are not left behind, they have
to work with them and they have to ensure that their rights are mainstreamed.
Specific considerations for interventions. These are proposals and are not secret.
Fell free to use them in your advocacy.

- Identify persons with deafblindness;

- Communications on Support / Rehabilitation are criticalin developing
countries, where often we find persons with deafblindness that cannot
communicate;

- Access to personal support;

- Access to Mobility aids and assistive technology;



Combat Stigma - need to get over the notion that persons with deafblindness
are unreachable; we need to start with the most marginalised in interventions
to reach them first;

Appropriate, Individualised supports - more intense resulting in absolute
exclusion; to maximize independence & don’ t confuse with other impairments;
consider developing accessibility guidelines;

Raise awareness — Embed awareness—raising on persons with deafblindness &
requirements among decision makers;

Safeguarding in Community (To prevent abuse)

Policy solutions:

Legally recognise deafblindness as a distinct disability;
Policies concerning disability should be deafblindness—proofed;
Work with governments to develop deafblindness—specific, examples:

o Action plans that translate policies into specific actions to apply

to persons with deafblindness;

o Technical manuals for frontline professionals;

o Accessibility guidelines;

o Advice on reasonable accommodation;
Budgetary benchmarking and advice
Data & evidence - good policy solutions come with good data;
Coordinated approach - UN agencies & civil society.
Inclusive Education

a. Early-intervention or home—based transition programmes;

b. Adaptation of the curriculum, to make sure that thay all have same

curriculum but w adaptation;

c. (see Bailey’ s slides)
Training guide interpreters is also another important point:
In peru Sense international is delivering a training for guide interpreters.
In Peru, the legislation provides a right to a guide interpreter for
accessing services, but the guide interpreter as profession does not exists.
Sense international is creating a live and online course, approved by the
ministry of education.

Open discussion on the presentation.

Sonia Margarita - congratulated with Bailey on her presentation.

Regarding the question of Ezequiel, they work with deafblind associations. Sense
International (SI) have tried to create deabfblind association but in some cases
it failed, in others it was successful (approaches used in Tanzania, for example,

did not work). SI is trying to develop a self-assessment tool to help deafblind

associations to build a better programs.



Chris — Are any deafblind people employed in your organisation? Bailey answered
that yes, but unfortunately, not still at high level.

Alex - Because IDA and IDDC worked a lot together on negotiation of the SDGs we
know a lot of each other and we can continue working together.

Session: (some) UN Agencies’ perspectives.
WHO presentation: Alarcos Cieza

Today, I would like to focus on three topics: The first is on disability and
definitions in relation to deafblindness; The second is on how to get more
information on persons w deafblindness; The third is on the expectations regarding
the world reports that WHO is planning to write.

WHO recognised that the amount of disabilities that a person experiences, does
not exclusively relates to the impairments that the person have. Two persons with
the same impairment may experience different amount of disabilities. The severity
of disability will depend on different factors, like when the deafblindness was
acquired, the existence of other impairments or health conditions or where the
person lives, how is treated, what supports and services they have access to. All
persons with deafblindness have a number of common needs but also a huge number
of specific and different and unique needs. This is also related to the severity
of the disability. To describe this, WHO has two classifications: The first is
the one that can be used to describe what groups of person with disabilities have
in common in the case of deafblindness to describe the impairment; the second one
is used to describe what persons with disabilities / deafblindness experience
differently in every—day life and most important the barriers that exist in the
environment.

The first classification describes the impairment and it is called ‘/nternational
Classification of Diseases’  (1CD); The second classification is called

‘International Classification of Functioning of disability and health’  (ICF).
A classification is a list, therefore for deafblindness we take from the ICD those
points/impairements that apply to them from that menu. If someone has more
impairments or health conditions, you can take more points from the menu. From
the ICF, we also select those points that best represent the lived experience of
persons with deafblindness. Most importantly we select those points that express
the barriers that persons with blindness experience, the supports and requirements
they need. Both classifications are important for persons with deafblindness and
classifications simply help to ensure that information is used consistently and
that can be coded.

There is the issue of recognising that persons with deafblindness have distinct
disability with WHO classification: this is not possible with WHO classification,



because this is not what WHO classifications are made for. They are not made to
valuate a specific group of persons with a disability. We use the ICF for
recognising and describing the experience of persons with deafblindness and
especially its uniqueness. The uniqueness in terms of the unique experience of
being a person with deafblindess.

We have seen the challenges of using existing data to report the number of persons
with deafblindness, for WHO this is something that needs to be tackled but not
a reason of concern. The person with deafblindness relies on the disability
experience and not on the number of persons with deafblindness. It is about the
hugeness kind of disability that the person with disabilities have. WFDB may want
to focus on this, but we think that trying to take numbers at all costs may bring
the risk of not taking into account the uniqueness of the personal experience.

Chris - comment — Instead of moving the issue from one list to another, we could
combine terms like deaf+blind (so creating a new independent code), instead of
referring to another new document. Alarcos’ answer: we 11 talk about lists more
in deep tomorrow at the discussion in the morning.

OHCHR presentation: Facundo Chavez
I would like to present the human rights approach with particular focus on
deafblindness regarding different levels:

- Participation: there is a lot of participation of DPOs but not much with
persons with deafblindness. First, I call for you to explore this
participation. From OHCHR, our role is to facilitate participation in those
spaces where we contribute. Example: The human rights council (HRC) session
on Access to justice. I encourage you to propose names to participate to
this event;

- Accountability: there is very little participation in accountability
mechanisms. We see that barriers that persons with deafblindness live are
hardly addressed. We are calling for specific arrangements or “procedural
accommodations” , so these particular issues will be addressed in the
future.

- Non—discrimination: Deafblindness is cited in the CRPD as unique category.
Multiple—-discrimination, to take aside and need to recognise the direct
discrimination because deafblindness is a unique disability. Keasonable
Accommodation: 1 need to underline that there is a difference between

‘support’ (general obligation of the State) and ‘reasonable
accommodation’ (individual obligation - in this case, ‘reasonable’ means
proportional, so it’ s an objective measure that is taken for the
individual).

-  Empowerment: to put together project to advance our agenda, we have the
UNPRPD. OHCHR is involved and we have seen very little project proposals
regarding persons with deafblindness.



Q&A on presentation:
Bailey - She asked a to explain that concept more simply;

Akiko - She asked to explain what is the UNPRPD and more on how to ask for reasonable
accommodation (RA) also in the UN;

Facundo answers -

- We need a legal definition of deafblindness to re—evaluate the discussion
on discrimination against persons with deafblindness;

- Answer to Akiko on RA and the UN system: we are not prepared at all. UN
doesn’ t have a fund for RA. It was recently created the RA note for the
staff, but the issue is extremely medicalised (even more when more than one
assistant/interpreter is required or easy-to—read documents are needed),
but this does not mean that we cannot go for it. Each time a person with
a disability comes to the UN there is a chance to open the door.

Suggestions from UN Agencies:

WHO - suggestion regarding participation of persons with deafblindness to
contribute on reports:

Megan - I am leading the work on WHO world report on viszion. I would like to encourage
you to do as more suggestion you can, to tell us how you envisage and what do you
expect, to spend as much time as you can to see how many sections you do want to
have, what order and what are the messages for each part. The more time you spend
now, the easier will be to deliver a report that you really think that is useful
for your work.

Facundo - suggestion — 1 saw that there is a strong approach to the meaning of
service. How can policy contribute to get there? Prioritize the structures that
are needed to get those kind of services. First, establish your priorities. Second,
statements like ‘Nothing about us without persons who support us’ are meaningful
only if we participate, so please engage. We cannot do anything without you. On
political action: nothing happens if you are not there! There are a lot of arenas
like HLPF / HRC (---), where you have to be and expose your perspectives.

(UN agencies left)
Final comments and reflections, b5pm

Chris — Deafblindness is a unique experience. It was very important that the UN
agencies acknowledge this toady during the meeting. This is the main point that



we want to emphasize.

Carlos — It is very important the way that IDA is working with WFDB and as Akiko
says ‘Nothing about us without us” , it is very important that UN agencies
acknowledge that deafblindness is not a multiple—-disability, because then we would
get the right set of services, specially regarding training of interpreters,
personal assistants, - . We, persons with deafblindness, need to show that we
are able to participate to all the aspects of life and society life. We have to
work together, thanks for this opportunity to be here.

Bailey — Suggestion —You need to think on which suggestions you can make to UN
agencies in a way that would include you in the processes and continue working
with them.

Riku — WHO didn’ t give any practical proposal. While, Facundo was very open to
include us and support us in our work. We should see how it is possible to get
this chance.

Alex - You should take the opportunity to get more info on the classifications.
It’ ok that they speak very technically, because at the end you have to deal with
that. We also need to be enough specific to be able to ask them. We started to
work on a new disability-assessment (WHO is also envolved), it opens a door for
persons with deafblindness to make a contribution: so, ask more questions, try
to understand better the way that they think so you will be able to speak with
them more clearly and work better together with WHO, and all the others.

Akiko — What I really want in the report (vision - WHO) is underlining the need
of donors.

Day 2

Geir - Good morning and welcome to everybody. I would like Bailey to chair the
meeting on my behalf, because I need to leave because I am sick. I wish a fruitful
day to everyone.

Session with Alarcos

Rune — Question on the ICF. Can you re—explain the classification regarding ICD
and ICF related to deafblind?

Alarcos - What are the ICD and ICF?

Starting with the ICD: they are codes to describe any illness or symptom that you
have when you have an impairment. This classification is used in many countries,
to document the reasons why people die. Another use is in the clinical documents:



the document has to write down what are the symptoms, impairment and treatment,
so that we have a code that describe all the situations that the person is living.
One can have or many codes. In clinical practices all this causes are used to see
how much money are given to treat all these people, how much money the hospital
needs. In this way the system knows what are the syntoms and the treatments related
to that.

Related to deafblindness, the codes are combined, the combination creates a new
combination of service which is not a sum of deaf and blindness codes. The
combination of those two elements, create a new result/treatment. In some countries
there are some codes related also to social services, but in most countries the
result is medical services, so in your advocacy you should also ask for including
social results to these codes.

On ICF: WHO realised that people do not have only health conditions to be treated
in a medical way, all the elements and all the things that happen to the body do
not describe the difficulties that people encounter when they have a health
condition (and that it is due to a particular combination of elements). You also
have to take into account what is happening in the environment where people live,
the environmental barrier that people encounter (inaccessible environment, no
wheelchair, no assistive devices) — they serve to register the environmental
situation and your personal background.

Bailey - Questions on ICD - there are specific therapies for blindness and different
others for deafblindness. Are there direct links to treatments for deafblindness?

Alarcos - No but WHO can do advocacy on that: when you have combination of codes,
the link to the service is different, not the combination to two codes.

Bailey — it seems like it might be an extra step, because ordinarily if you have
a deafblindness it is not that another disability came on top of the other and
needs only an extra treatment.

Akiko - When we do a disability assessment with ICD it’ s ok, but ICF is more
difficult. We can talk about how we are affected in daily life. When you use ICF
in disability assessment it is a little bit confusing how we can use those ICF.

Megan - ICD and ICF are causing problems in access to services for persons with
deafblindness. This is something that your report should help us to address. WHO
will be available to discuss the issue of classification with you, because you
are the experts and we need your support.

Rune - That’ s very important to know for us, Megan.

Akiko - this is the time to address the right questions to be integrated in the



assessments to make them reflect deafblindness.

Alarcos - We are very optimistic because we had good interactions. Now that we
clarified the focuses, we can work together on that.

Bailey — Thanks to Alarcos and your team for your time. We are sure that WFDB
will stay in touch and that there will be a great collaboration.

Session with Catalina Devandas: Cancelled.

‘B plan’
Bailey — proposed that Tchaurea will explain which is Catalina’ s work.

Tchaurea — Under the UN structure there is the house of human rights: The Human
Rights Council (HRC) is the main body of he UN to promote and protect the human
rights of all the people in the world. The HRC is composed by UN members states.
We have in NY the General assembly of the UN and in Geneva the HRC. The States
talk together to revise, monitor and to promote the human rights and decided that
they need support to do that. And this support comes through Special procedures
- Special Rapporteurs (SR). The SR are mandated by states to reveal human rights
conditions in specific countries. There are hundreds of SR, but we are v interested
on SR on the rights of persons with disabilities. She has a specific mandate that
was established from a relation from the states 3 years and a half ago. The
resolution says that she has to reveal and support actors (including states) to
promote and to guarantee the human rights of all persons with disabilities. She
has all human rights of all persons with disabilities in all countries in the world
in her mandate, she can go anywhere to talk about any issues on any human rights
agenda. She can promote technical cooperation with states for example, but also
talk with DPOs, UN agencies, private sector, NHRIs. So, she has a very large mandate
that reach a very large variety of actors. She goes also to persons with
disabilities to say that they also have to push for their rights. She works visiting
countries, producing reports, newsletters, she can also produce joint reports with
other rapporteurs. She is now the chair of special procedures mechanisms. In this
way, she mainstreams different issues on persons with disabilities. She also
advices on trainings. Today she could not come because she was sick, but you can
ask me something about her role if you want.

Akiko - I want to know: what can they do with us?

Tchaurea — I cannot talk on her behalf, but I was in close cooperation with her
mandate and I know that she can support on advocacy with states directly. She can
talk about changes in judiciary—educational (:-+) frameworks directly to ministries,
she can also give guidance on that. Many states would like to do better, but they
do not know how to do that, so she supports governments that want to improve. She



influences UN agencies, also. When we talk with WHO, we have to know that behind
also Catalina had discussions with them on the Washington group’ s list of
questions.

Margarita - Now we know that she could help us to make deafblindness recognised
as unique disability in our countries. In my country from ~ 96 we lobby for the
recognition of deafblindness.

Tchaurea - Yes, sure she could support on that because deafblindness is mentioned
in CRPD, so it is included in her mandate. I would like to invite you all to read
her reports. We can send to Ximena and she can share with you. They are in 6 languages
and also in easy—to—read versions. The next report she is producing is on girls
with disabilities. The only way for her to include girls with deafblindness in
the reports is with your support. You can support to give the perspective of
deafblindness. She will present the next report in March, I think. At any time,
you can contact her for any information, it’ s never late for that.

Bailey - I suggest to be strategic. We need to think about what are the best and
most effective ways to work with her. Regarding states that have not ratified the
CRPD, she can be useful, because her mandate is broad. If there is a political
situation, she can influence or try to. She just did it with North Korea and they
ratified the Convention.

Tchaurea — This was done with the help also of Lenin Moreno. Now we have Soledad
Cisternas Reyes, another person who can support on political influences.

Bayley — The reports of the SR can set standards that influence human rights law,
she can be useful in clarifying how human rights law can be interpreted for persons
with deafblindness. She also can help in urgent violations.

Akiko - Regarding urgent violations, I have a lot to tell to her form Japanese
experience. Like: Can you come to the World Conference next year?; On art. 11 -+ ;
On art. 10, children with deafblindness need to survive and they don’ t have to
be eliminated because of their deafblindness, in Japan we find very often abandoned
children with deafblindness; Support report; Poverty and lack of information are
urgent issues (parents commit suicide because they don’ t know how to deal with
the child); On art. 17, other people want to fix us because of our deafblindness,
we just need to express ourselves in the ways that we want.

Bailey - It might be useful to refer to Catalina for the Global Report. She would
have a lot of info but would be open to know more and perhaps we can think
strategically to who she might influence. Catalina also can help us to get
deafblindness recognised as a distinct disability and this can be with governments
but also with UN agencies like WHO.



Carlos - One suggestion is that we can invite her to the world Conference to see
a lot of people from different places so they can speak with her. Also Catalina,
and people from WHO and IDA should come.

Akiko - Does Catalina check on each state’ s domestic law to see if it has a
different definition of deafblind in legal framework? Because the CRPD is the only
tool for ex for Japan: we still have not a definition in domestic law. I wonder
if she can influence states to have the definition in the domestic legal framework,
otherwise children with deafblindness are never accepted to school, or people with
deafblindness do not have appropriate tools to access services. I was wondering
how she can support on that. I also would like her to come to Japan.

Tchaurea - she has to be invited by government and she has planned visits until
2019. Catalina was part of the delegation visiting Peru, but in her personal
capacity, not as a SR, so she does also informal visits. About art. 11 Akiko s
point (humanitarian), she was very involved in the Sendai framework negotiation
and the negotiation of the humanitarian charter about the Istanbul mechanisms.
About the right to life, article 10 linked to 23 on the right to family—home, she
is also very interested to these issues (related to suicide, ::*), we see that there
are growing number of jurisprudence/decisions of the committee, so if you have
information on that, you can send them to Ximena that can send to the Committee
or she can pass through IDA. Info is key to promote rights.

Sonnia Margarita - Comment - I would like Cata to help with this: I worked in a
school where children with multiple disabilities or deafblindness came. My last
5 years of work, I worked in the rural areas. I was asking if the kids had received
a card of disability given by the doctor and then the disability committee would
give the ID card of disabilities. Those kids (they said) could not be 100% disabled,
because only the dead people can be 100% disabled. They confused disability with
death. Even with severe cerebral palsy and convulsions, a child was given only
60/70%. I tried to talk with them to change their point of view but they would
continue to follow the medical perspective. How can Catalina help on that?

Riku - I read a report from last year from Catalina. In this she discussed how
disability organisations are consulting. In this report she assumes that
organisations of different disabilities are very organised, while for
organisations of deafblindness this is not true. My question is how we can address
this gap?

Tchaurea - I would like to recall that we talk about all persons with disabilities,
and that we are only at the 10" year of CRPD: we need to recover 2000 years of
exclusion. Now we are able to tell them that in the huge variety of persons with
disabilities there are different realities. In her mandate, she can talk about
all persons with disabilities, but can also talk about some constituencies
referring to specific cases.



Bailey - My suggestion would be that we can see how to build more dialogue with
Catalina.

Break

Bailey - We can talk for 20 minutes now and perhaps we can wrap—up for 10 minutes.
Is it ok? (participants agreed)

Akiko - In what way does the CRPD Committee work? How can we submit the deafblind
parallel reports or be included in the main parallel report?

Tchaurea - Catalina also goes to speak with the Committee for the session. Catalina
cannot interpret the CRPD conventions. She supports using the Committee
interpretations. Beside that, she is constantly in contact with the CRPD
secretariat, members and Chair. She is also in contact with the disability group
to make sure that we are coherent in our advocacy and she is key on this.

Bailey — Suggestions - depending of the content of the global report, there will
be several issues that may come up: legal recognition of the deafblindness or guide
interpreters and other issues. You could consider, apart frommeeting with Catalina,
to think about some specific issues for the report. Strategically choose your
priorities and then discuss with her those important issues.

Tchaurea - Persons with disabilities in rural and remote areas is also something
very important for Catalina.

Bailey — I have another suggestion: because she holds this role of chair of SR
coordination mechanisms, I suggest that propose to her to speak with other SRs
about deafblindness (SR on violence against women, on right to food --*), that we
can ask her if she can raise issues related to deafblindness during contacts with
them.

Tchaurea — as member of IDA, you could ask IDA secretariat in GVA and NY to host
or to co—host side—events to the UN (HRC, HLPF :--), to raise particular attention
to person with deafblindness.

Akiko - Yes, but we have issues with money. I could make a list of side—event that
I wish to do, but I need money to pay my expenses and also money for my 5 PAs.

Bailey - there is the idea of launching the report at COSP, this could be a good
opportunity to do a side—event. There could be some strategic moments, to get only
one occasion but very effective. Where there’ s no money we can reach out to IDA
members like SI, ecc.



Rune - There are funds addressed to such activities for launching the Global Report.
The question that we received is what we need and why. If we succeed with the report
in plan this year, there may be more space and resources for the next years.

Akiko - Another chance that Catalina can attend is in Australia - the Deafblind
international conference.

Tchaurea - I am very much in contact with underrepresented groups of people with
disabilities, with albinism, autistic and now w deafblind. The issue that we have
usually is that your organisations are not enough organised, there is a lack of
well-prepared representatives, lack of money to do things. How we break this circle
of exclusion? My answer is ‘you’ : you are active players braking the exclusive
cycle. You should think about another representative that can attend a meeting,
who is near to the place (like instead of Akiko, who should come from Japan, you
could call Chris to go to HLPF:: he is already in NY!), we have to be there as
a constituency. You need to start breaking this being there. Let’ s use the
opportunities of your partners, your networks.

Akiko - I know we are agents of change. We want to find out how we can be connected
after we leave this room. In which way we can then be connected? How we work together
if I cannot use means like Skype?

Tchaurea - Ximena is key to liaise with you, that’ s the reason of her position.
Rune is also supporting Geir to be more supportive with the board to transfer this
communication and information among you. It is also great for us to hear from you,
which is the best way to communicate in long distance.

Wrap—up

Ruhn - Thanks on behalf of Geir. Behind the funding for Helen Keller Report, there
is a big work from you constantly reminding the importance of what is happening.
It was a very relevant question from Akiko. We will try new things and we will
continue. Geir was not here today, he would also appreciate to receive the notes
from today to come back to you with his views.

Bailey - We’ ve had a very fruitful discussion this morning and now. We have some
suggested questions and some ideas that will be compiled by Ximena and sent to
Catalina. Toady was also quite a lot of learning on how advocacy can go further
in the future and on how we can work better together. This project for the global
report is big, exciting but also frightening, but it really is a very important
thing and I can say that people are really looking forward. Thanks to all of you,
to Tchaurea for helping us in understanding the role of Catalina and to interpreters
and personal assistants.



a civil society organization shall express its interest in writing to the
ESCAP secretariat well in advance of the convening of a session.

11.6. Subregional intergovernmental agencies, United Nations agencies,
development cooperation agencies and development banks may be invited to
attend Working Group sessions in an observer capacity and on a self-financing
basis.

11. 7. Any member of the Working Group may contribute the technical inputs
of subject specialists to facilitate consideration of a matter on which a
decision or recommendation would be required of the Working Group. The ESCAP
secretariat may also invite such specialists to facilitate recommendations
by the Working Group. An invitation to a specialist to provide technical
inputs to a session in an observer capacity shall be limited to that specific
session and such an observer shall not participate in decision making by
the Working Group.
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