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[bookmark: _Toc95125625]Introduction
A Dutch project called VN Vertelpunt (UN Listening Post) received 705 reports of people’s experiences with disability in everyday life, between 2017 and 2019. This appendix contains a selection of the stories reported. Some stories have been shortened. Most of the experiences reported to VN Vertelpunt were (very) negative, and only a small portion were positive. Most of the experiences reported concern the topics ‘accessibility and mobility,’ ‘work and income,’ and ‘education and development.’ The selection of stories reflects this. The stories are set out in the following order of topic: 
1. Education and development
2. Accessibility 
3. Work and income
4. Accessible information
5. Mobility
6. Independent living in the community 
7. Culture, sport and leisure
8. Health and care 
[bookmark: _Toc95125626]1. Education and development 
No higher education 
Unfortunately, my daughter with a mild form of autism has had little opportunity for higher education.  All the doors were closed to her after secondary school. She is communicative, has a good IQ, but she is socially anxious and easily over-stimulated. Most schools don’t want to burn their fingers on her. She is a ‘risk’ for success for mid-level professional education and was even rejected after she successfully completed an admissions test. The examples are many and sad. With the result that she now, at age 22, with little support (WMO problem, almost no hours for support approved), no diploma, and almost no prospects, pretty much just sits alone in her little flat. It could easily be so different: schools could do their best to welcome and support young people who need extra support and maybe even make some adjustments to their curriculum. Of course this requires time and energy and may even negatively affect their success stats.  That’s then a problem of accountability by the education sector to the government. Allow room for children and youth who perform more slowly or who achieve less academically, without consequences for the school. Appropriate Education is a farce. 
The system doesn’t fit
Daughter, to the satisfaction of herself, parents and school, attends a regular primary school. Mother wants her to attend a secondary vocational school in the city with a special curriculum for children who learn more slowly. A school for special education (zmlk) offers to provide support to the regular school. The secondary vocational school rejects the offer, saying that it only enrolls pupils who can complete a theoretical program within five years, and that this girl with down’s syndrome is incapable of doing so. Informally it seems that the school is afraid that accepting this pupil would lead to fewer enrollments by other children. 
Three rejections by primary schools
Daughter is four years old.  She has Down’s syndrome.  Her mother had great difficulty to find a good preschool for her. Her search involved meetings at three potential preschools and arduous discussion about support. There was no problem at place number 3. Daughter was simply welcome. That was the summer of 2016. Now in October 2017, with her daughter legally required to attend school, mother has approached a number of regular schools. All the schools are reluctant. One school rejects enrollment because they ‘had just enrolled another child with down’s syndrome.’ They didn’t want a second one. The schools all claim not to have the money needed for support, but the offer of mother to help with the financing is refused. None of the schools met the child before refusing her. No one really looked at what she would need in terms of support. 
School is going well 
The twenty week sonogram detected that something was off in my daughter’s brain. She is now ten years old. She goes to a regular school with 30 kids in the classroom and just one teacher. I don’t get involved in what the teachers do because it is their responsibility. They’re the ones with the expertise and skills. And it’s going very well. We were very open about her disability. We had a long talk at school when she started. We also organized an evening for all the parents. I don’t know what they did at school, but things are really going well. She follows her own program and still she’s achieved level D1. It looks like she’ll be able to go on to secondary vocational school. 
Education in a chair and tailored to fit  
Due to a serious car accident my daughter has major concentration problems.  Her high school has responded really well. She has an adapted chair in the classroom. Her lesson planning and reading time have also adapted so that her energy can be spread out over the day. She’s now doing well. 
Going to a regular school 
You don’t always have to go to a school for special education if you have autism. I go to a regular school. I do some things differently, such as not going into the school at the same time as the other children and I always sit in the same place. I also have a headphone that I can use to shut out my surroundings sometimes. When things become too much for me, there is also a quiet place I can go to. And I can ask for extra help if there’s something I don’t understand. Because if I don’t understand something, then I can’t move on and I get confused. 
Deaf children and access to their own language 
Two complaints reached our foundation in the month of December from children who don’t have  access to sign language in regular education. Children with a hearing disability in regular schools sometimes use a sign language interpreter in order to follow their classes. In order to follow the interpreter, the children need sign language instruction. Just like all children need lessons in the Dutch language. Instruction in Dutch Sign Language falls outside of what a regular school is required to provide and it has to be offered by a Cluster 2 educational institute for children with speech and hearing difficulties. Both children were told by the institute that it would not support their educational need because they are in regular schools in the hearing world, which means that they should be using their auditory capacities as much as possible to get along in the hearing world. It should be emphasized that children who are born deaf or hearing-impaired always have a degree of auditory disability. This means that a visual language is necessary for their personal development. If via a visual language good language skills develop, the child can learn a second language, such as Dutch, much better. And sign language makes it possible for children to follow education, for example, in a regular school with a sign language interpreter when their hearing capacity is too limited.  
A good learner, but no high school diploma  
I have a disability in the autism spectrum and am a very good learner. I like all of my subjects at school except gym and handcrafts. Because of my autism I was sent to a school for special education. There the highest level is the theoretical track of vocational education (vmbo-tl). I really enjoyed it there. My class was a bit smaller and the teachers were really able to help me. I finished with excellent marks. I wanted to go to a higher professional prep level (havo) of high school, then to high school university prep (vwo) and then on to the university.  I had to go to a regular school for professional prep. I managed to do year 4, but not year 5 (the final year). The school didn’t know how to support me and then I dropped out. My classmates thought I was strange. They preferred not to associate with me. At school they avoided me and after school I never went out with anyone. No school has a small class. The school director said it was useless to do professional prep since I was autistic and doomed to fail in higher education. My grades were very good and yes, it wasn’t easy for me at school.  Now I don’t dare to go outside anymore.  I’ve been sitting at home for more than a year now.  
Second class citizens in the Netherlands 
My neighbor lady (same age as me) has been disabled since she was young. She is smart and when she wanted to follow an educational training course she was not allowed to enroll. She was told that she shouldn’t bother, she wouldn’t be able to work anyway, so she didn’t need further education.  
Fortunately, my son with spina bifida is growing up at home and goes to school. Even though it is special education, people are investing in him. Simply because he’s a human being. It is better in 2019 than it was before, but it could still be better. He’s not allowed to study beyond the age of 18, for example, even if he should want to. People with a disability are still seen and treated as second class citizens. 
Failing system for primary schoolers that don’t go to school  
Our son is a ‘home sitter’ (thuiszitter). That means he doesn’t go to school. He was expelled twice  from first grade (groep 3) and has been sitting at home since March. Physical interventions are traumatic, but our son was never offered treatment for this. Our son went to a Dutch primary school in Curaçao. We lived there for a few years for his father’s job. When we returned to the Netherlands, our son could not go to school; with his personal baggage it was impossible to find a school for him. But he had such negative school experiences that our home environment was the best place for him. In the Netherlands you have to deal with a lot of institutions in this kind of  situation: the municipal government to get a referral for care and support, the truancy officer, care providers, schools, CTO, etc. It takes a long time to get care because of the waiting lists and the referrals required from the municipality. There is little cooperation between these parties and parents. Families are under stress and the uncertainty posed by the risk of a Safe Home report (a report of possible child abuse known as a 'veilig thuis melding' or VT) or being placed under legal supervision ('onder toezicht stelling', OT). This is never in the best interest of the child sitting at home, because home is the only place where he feels safe and allowed to be himself. These children are forced to go to school in a failed system of Appropriate Education. 
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You can’t go in  
I recently went to a store with my husband so that we could look for a new bed. The store had only a long staircase as an entrance and no entry for wheelchair users. My husband went inside the store to ask if I could enter via some other entrance. (There were doors on the side of the store, but not for visitors.)  The clerk answered with a curt ‘no’ and my husband turned to leave. The man did not walk with him and didn’t say anything else. We left then, but we felt very sad.
Access to justice
I had to appear in court in Eindhoven, Raadhuisplein 4. There I experienced the following:
a. The court house was inaccessible.
b. There was no ramp, 
c. No separate entrance,
d. Only one entrance via stairs,
e. Security ports were inaccessible for my walker, I had to use force to push myself through,
f. There were raised thresholds everywhere,
g. Including at the entrance to the courtroom, 
h. There were no disability accessible toilet facilities. 
What do you mean that people with a disability have access to justice?
Shared space 
Where I live, the city has designed “shared space" for traffic.  The entire city center is/will be set up in this way. My autism gets in the way of my functioning in this kind of space. In the beginning I could only go into town if I bicycled behind my husband. Things are a little better now, but the city is definitely not very accessible to me. Sometimes I just take a deep breath before crossing the street and hope that others are paying attention and will see me and not run me over. You’re expected to make eye contact with other users and communicate in that way about who is crossing when, but I am not good at that. I feel very unsafe. That’s the exactly the point, said the city official responsible for this plan, because then fewer accidents happen. But this situation makes me very anxious, irritable and afraid to go into the city. I have contacted local politicians to discuss this, but all they do is explain to me all over again why shared space is such a great idea. 
ATM
My family member with severe autism spectrum disorder finds it very difficult to use an ATM to get cash. Getting money from a bank requires a number of actions: putting your debit card in the slot; pressing the right buttons on or alongside the screen and on the keyboard. What do you do if you do something wrong? Sometimes panic. This makes my family member vulnerable to fraud (people who look along with him) or he has to attempt it all over again. For people with certain disabilities, to be able to withdraw money from a human teller inside the bank would certainly help the situation.  
Hair salon asks ‘UN-CRPD Ambassadors’ for advice 
I recently went to my hairdresser to have my wild hairdo whipped back into shape. In 2016 the hair salon replaced a store that used to be there. We as ‘UN-CRPD Ambassadors’ (a national self-advocates project that operates in local communities to promote the CRPD in local policy) were asked if we could come up with an alternative to the very high threshold at the entrance. We brainstormed and presented some ideas. The owner of the hair salon joined the municipality’s department of Building and Residential Enforcement to devise a solution. The result is fantastic! A very effective ramp was placed in front of the salon: every client can now go in without breaking their neck, have their hair done and, after paying, exit safely.  
Accessible hiking paths
A friend and I went on a long-distance hike. We are both blind and receive support from a seeing eye dog. Thanks to the assistance of technology and to the person who set out the hiking path, we were able to hike independently and without other guidance. What is really so beautiful about this story is that the person who set out the hiking path wanted to know what our experiences were and used them to adapt the text accompanying the route, making it more accessible to all. He’s also made a blind-friendly gps map.  
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Job profiles 
My employer has introduced job profiles for our work. Due to my disability, I don’t quite meet the neatly circumscribed requirements. In reality I perform tasks from three job profiles, and everyone was always happy with what I did. All of these tasks together formed my job. This worked in a flexible and natural way: do what you’re good at! Since the job profiles were introduced, I am only allowed to do the tasks that belong to the job profile I’ve been assigned to. I’m no longer allowed to do the other things I am good at. So here’s the problem:  because I’m only allowed to do things from one job profile, and not the other things I used to do, there is insufficient work for me and I could lose my job. 
Businesses should be flexible in the way they use job profiles. And aim to have people do what they’re good at. Would be better for the company, too, I would think. Job profiles should be no more than a tool and not an end. 
Part of the team at work 
My son with ASD (autism spectrum) and his training program (adapted for autism, financed by himself) are looking for work for him. He receives a youth disability benefit (Wajong) and has ‘working capacity’, in part chosen for by us because people with a qualification for daycare don’t qualify for this measure.  And also because no suitable day activity was available, he chose for adapted work so that he can participate in society.
In his first job he worked for nine months for a small company of three persons in which almost nothing was said to him, not even ‘good morning!’  My son never complained because he didn’t expect anything else. But as his parent I feel grief-stricken and powerless when I see this. In the meantime he set up an extensive billing system for the business without receiving a cent in financial compensation.  Fortunately, the benefits administration UWV finally assigned a job coach to him and put an end to this silent exploitation. 
Then with the help of the benefits administration he applied to another small IT company and was received warmly, they are very friendly and accommodating. He works three days in the week since it is primarily the social, communicative part of the job that costs him a lot of energy.  So next to his salary he continues to receive a small portion of his old disability benefit.  
Everyone in the company recently received a payment for costs (75 euros) as a kind of Christmas bonus. Everyone except my son that is. He would otherwise have to forfeit 200 euros of his supplemental benefit. Other extra’s in kind like dinner with colleagues (at the invitation of his boss) fall under this rule. How can you still be part of the team under these rules?!
Busy office space 
After being forced to move to a new office (due to fire), no one listened when I let people know that I cannot work in an office with eight colleagues who make phone calls, have discussions with each other and walk in and out of the office all day long. No one listened when I proposed to place my desk behind a cabinet. I have ADHD and feel so depressed. The company doctor says I need to work in a quiet space. In my old office I could retreat to another room. That’s not possible anymore since I have rheumatism and have to use an adapted chair and desk …. What can I do?  Take me seriously.  I have the right to continue doing my work in employment conditions that are fitting for me. I am not being unreasonable to insist on a quiet office for myself. 
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Everything is by phone
My hearing was steadily deteriorating. So much so that I could no longer communicate with people, even with hearing aids. There seemed to be little help for me from the neighborhood team or the Wmo (Social support law). Even my family physician and ENT specialist were only available by phone. But I couldn’t call them!  I don’t have much of a social network so I became very depressed. So down that I didn’t want to continue living.  Finally, after six deaf months, I was seen for an intake at the audiological center. After another two months I was seen by a technician who himself has impaired hearing. He advised certain hearing aids and a listening device and adjusted them for me. 
I also came into contact with GGMD, a social agency for deaf people. I had to search all of this out myself. No one, the ENT specialist included, referred me anywhere. I am shocked that so little is known in my locale about severe hearing impairment. Everything is set up for speech. Municipalities, doctors and other care provision nearby, everything is done by phone. 
Panic situation 
Because someone jumped in front of the train. That day no more trains. Everyone had to leave the train. I panicked. Information about the detour and instructions about platforms for other trains were communicated in rapid fire. I could not follow it. There was no one from the NS train service to help me. I find that people have to take into account that some people process information more slowly. That people can panic. That this needs to be addressed. 
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Municipality does not help family participate in society 
Our 15 year old daughter has a severe and complex disability. To accommodate this we have requested a wheelchair bus under the Wmo (Social Support Law).  Without this bus we can’t function as a family and participate in much of anything. Given her disability, everything is already very demanding and we are very over-extended. But the municipality says that with support our daughter can use the regional wheelchair taxi. Our request was accordingly granted for 30% until her brother turns 16. Does this mean that once he’s 16, her disability is no longer relevant??
Resting places
I would love to rest a bit during my daily walks, but my village has very few benches anymore. We need more park benches for me and the residents of the neighboring residential care facility!
City and regional buses
They are very poorly accessible. Especially for people with a walker. Our regional and city buses in the middle of the country have become much less accessible since the bus concession was awarded to another transportation company. According to European rules wheelchairs have to fit in a bus. They’ve arranged ramps and the bus driver is supposed to help the rider.  But if you have a walker, you can’t sit anywhere with the walker next to you. Because all of the chairs are on raised platforms. And because the entrance and exits are different in size and have steps. With the former buses you could get in and out on your own with your walker without any help at all. That’s not  possible anymore in the new buses because of the way they’re built. It’s also a shame that only some of the trains are accessible. That means that you have to call up and reserve travel assistance in advance. And dealing with the public transportation chip card is for most people with an intellectual disability way too difficult, if not impossible. People under guardianship aren’t allowed to put money on their chip card. Nor to use a debit card to pin on the bus. 
Way too early or way too late 
Large city and regional buses are wheelchair-accessible, but due to budget cuts they don’t ride everywhere in the region anymore. You have to transfer to a local minibus. And you aren’t allowed to bring your wheelchair because it’s not a bus (it is ‘public’ and thus supposedly for everyone, but not really). I have to use the special bus meant for transporting the target group.  But that special bus always comes way too early or way too late ("Plan on a half hour delay or longer for the bus to arrive at the designated address!"). In practice things are much different. I usually arrive way too early or way too late for appointments and have to wait outdoors, sometimes in the rain. The result of all of this is that I can’t keep a job, because always being late is not good, nor is sitting soaking wet at your desk very pleasant. This doesn’t help with doing volunteer work either:  “We have to be able to count on you being here on time....” 
[bookmark: _Toc95125631]6. Independent living in the community 
Moving house and arranging support 
My son (21) has autism and ADHD and is stuck between a rock and a hard place. Just like everyone else, he wants to build a life for himself. So he would like to leave home and live on his own. But it’s not possible; the rule is that he can only make a request for support once he is registered as living in a new municipality. His support award from the old municipality will be terminated on the date of registration in the new municipality. It can take months to get support and by then he will not have been able to manage either living on his own or going to school.  Why is that 4.5 years! after the decentralization of care, you still can’t take your support award from one municipality to another one until you can arrange for a new award in the new municipality? 
Bullied by neighbors 
Been bullied for ten years by neighbors and after recording it on video in 2009 it only got worse, because then they had real evidence. But I didn’t do anything wrong, I lead a quiet life indoors. I don’t talk to anyone in the neighborhood because of that bullying. 
More trust wouldn’t hurt  
Sometimes you have to make a decision no one agrees with and still you have to do it. Like living on your own even though everyone says that you’re not ready yet.  It’s fine that people warn you, but it’s also good if they can think along with you. Then you feel less alone making your decision. I wanted to leave my familiar surroundings where so much had happened behind me, and that turned out to be a good decision. I understand how people may not find that wise, but sometimes you just have to have a little more faith in people. The care sector could certainly use more of that. 
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Wheelchair users as 'separate' group in theaters and stadiums 
The new Education and Culture Center (Onderwijs en Cultuurcentrum) is being built in The Hague. The subject accessibility is a textbook example of how you can build a paper reality by only checking off minimum accessibility requirements. But accessibility turns on equality. And equality is nowhere to be found. Like in many other places, this theater will have a ‘wheelchair section’ ('rolstoelvak'). In a hall with 1800 seats you will not have a choice as to where to sit, no, you sit with the other wheelchair users in the designated space. This does not reflect equal worth. You would think that separate spaces and places for specific population groups would belong to the past, but today unfortunately this is still the practice for wheelchair users. The ‘wheelchair podia’ at concerts is another example. In such spaces only one person is allowed to accompany you. That person is deemed a ‘support person’ while it most likely is just your husband, wife, friend or family member. A wheelchair user doesn’t want this. The UN Convention is about inclusion and this kind of thing has nothing to do with inclusion. 
Participating in society can only happen if society sees you 
"Participating in society" sounds so matter of fact, but if you’re disabled, you’re dependent. You are dependent on someone to help you the moment you want to ‘participate.’ You’re dependent on the municipality when you want to go bicycling with your family but are wheel chair dependent. The municipality where you live determines if it is important enough to you and your family to have a wheel chair bicycle. You’re dependent the moment you want to visit a theme park. Did the builders of the park have in mind that people in wheelchairs would also enjoy visiting a theme park, ride the attractions and maybe stay overnight in a theme park lodging? With older attractions you can understand that they weren’t built with wheelchair users in mind, but with one that was just built, you have to ask yourself if such a park wants you. For someone with a disability, ‘participating’ means doing a lot of research, it means good planning, long waiting and often asking for assistance. And that does not feel like ‘participating.’ 
Vacations and weekends away 
There are far too few accessible hotels and B&B addresses with rooms for wheelchair users. And if they do happen to have an adapted room, they’re often not suited to disabled people:  with a low toilet, soap and towel out of reach, too high, toilet paper out of reach, too high. Or not even handrails, or just one and a poor one at that. In the shower the faucet and shower head are too high. Towel racks are way too high. The closet has hangers you can’t reach. The room door has a door closer you can’t push open yourself. If you have a balcony, it has a threshold you can’t get over.  Vacations, to the Canary Islands for example, that are specially adapted, are mostly too expensive. There are special travel agencies for disabled people that are able to arrange an adapted room and help and support. But the cost is almost double that of a regular vacation for the same trip. It is really hard to find good, affordable vacations and weekends away that are also accessible.   
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PGB funding cuts 
I have a personality disorder that seriously affects my social behavior and as a result my functioning at home. So much turns on trust. Because there is no training for helping people like me and mental health care is experimental, I have had no other choice than to use a personal care budget PGB and organize my own support. From 2008 to 2015 this had a positive effect on me. In the sense that my mental health (in particular my trust in others) improved, as well as my efforts to care for myself at home. I made progress. In 2015, PGB care money was decentralized to the municipalities, who are allowed to spend the money on other things than only care. This was done in part to combat fraud. Since then my functioning at home has declined to about zero, this because of the endless appeals I’ve lodged, and won, about the lowering of the price I’m allowed to pay for my support services. Is so very strange that that you have to fight for your care! Sick people are made even sicker and then they give up. Is this a humane way to save money? In addition, my municipal government announced in writing that it was working toward ZIN. The number of PGB holders in my municipality has dropped from 85 to 35 since the changes in 2015. 
Not even a greeting  
My adult daughter with a disability had an appointment at a hospital clinic.  I accompanied her as her assistant. The receptionists ignored her completely and only addressed me. They didn’t even bother to say hello.  
Living with unbearable pain or less pain 
The healthcare insurance wants to remove the neurostimulator from the healthcare policy. I will once again experience enormous pain and have to stay at home again. And I won’t be able to participate in society. 
Impact of isolation
If you’ve been committed to a mental health facility and you see other patients being taken to isolation rooms, this impacts you enormously. You shouldn’t have to experience this if you are not doing well yourself. Isolation should be outlawed. And as long as it exists, other people should be prevented from having to see someone being put in isolation.
Seeing what you can do and want  
My brother has been an addict for a great deal of his life. Since recently he’s been doing much better. This is partly because he has been involved in a 'recovery college.' That is a place where people who are self-advocates due to their own experience (with having an intellectual disability, for example) support each other in all kinds of activities:  in courses, training modules, discussions, etc. What makes this form of support so important is that people are seen for what they can do and for their possibilities. And even though there are always things that go ‘wrong,’ because the focus is on what is going well, you have a different way of looking at someone. You can work from a place of inspiration instead of swimming upstream all of the time. I see an enormous difference from all the other kinds of care he has had. This is a way of providing support that we should have a lot more of. 
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