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1. Introduction

“The protection of the rights of persons with disabilities has to be at the centre of our efforts, including in 
our response to the coronavirus. People with disabilities have been among those hit hardest by the CO-
VID-19 crisis. We must strive to ensure that people with disabilities quality of life improves, and their rights 
are guaranteed!” Vera Jourová, Vice-President for Values and Transparency, European Commission, 2021.

According to the National Strategy “A barrier-free society for people with disabilities” 2015-2020, persons 
with disabilities “include those who have long-term physical, mental, intellectual or sensory impairments 
which, in interaction with various barriers, may hinder their full and effective participation in society on 
an equal basis with others” (Government of Romania, 2016).

These persons and their families and caregivers are an underprivileged group, at risk of marginalization 
and multiple social, educational and medical disadvantage. These problems are likely to deepen in the 
context of the COVID-19 pandemic. Between November 2020 and March 2021, the UNICEF in Romania 
Office together with the Department for Public Health of the College of Political, Administrative and Com-
munication Sciences of the Babeş-Bolyai University of Cluj-Napoca carried out the study reported herein, 
with a view to exploring the impact of the pandemic on the access of disabled children and their families/
caregivers to medical services.

The approach was hybrid, involving qualitative (semi-structured in-depth interview and group interview) 
and quantitative (questionnaire) methods. The selected approach reflects the complex, sensitive and insu-
fficiently researched character of the issue. This design ensured a comprehensive answer to the research 
question and yielded highly insightful information. Moreover, it was suitable for the more sensitive infor-
mation that, given the current pandemic context, could have not been obtained in a unilateral approach.

After the research methodology, informed consent forms and data collection tools (pre-tested with an 
expert affiliated to the Magic Association) were developed, the research was issued the ethics approval 
No IRB-PH Protocol #2020-201217- by the Ethic Board of the Public Health Department.  The data collection 
tools and informed consent forms are available for consultation at the end of the report, thus: 

• Interview Guide for NGOs or associations - Annex 1;
• Interview Guide for providers of healthcare/medical services - Annex 2;
• Interview Guide for the group interview with patients’ parents - Annex 3;
• Questionnaire addressed to parents and caregivers of disabled children - Annex 4.

The research sample consists of 15 associations that support disabled children and their families / caregivers, 
five healthcare providers, 13 parents who participated in the two group discussions and 26 parents who chose 
to answer the questionnaire. The sample members were selected using the snowball method, a convenience, 
non-probability sampling technique. The semi-structured interviews and the two group discussions were held 
online, via Zoom. The questionnaire addressed to children’s parents and caregivers was available to be filled 
out on Google Forms.

The Romanian body of regulations includes multiple legal and strategic provisions regarding the persons 
with disabilities and their access to various services, such as educational, social and healthcare.

The goal of the National Strategy “A barrier-free society for people with disabilities” 2015-2020 is to “en-
sure equal access of persons with disabilities to quality healthcare services and facilities, considering 
gender-specific issues, at reasonable costs and as close as possible to the communities they live in”. (Go-
vernment of Romania, 2016).

Law 448 of December 6th, 2006, on the protection and promotion of the rights of disabled persons states 
that the “inclusion of the needs of disabled persons and of their families in all the regional, county or local 

2. Regulatory Background
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policies, strategies and programs, and in governmental health protection programs” (Parliament of Ro-
mania, 2008). This provision must also be complied with in crises (such as the SARS-CoV-2 pandemic) and, 
in particular, included in policies aimed at ensuring this vulnerable group’s access to healthcare.

The Convention on the Rights of Persons with Disabilities (adopted in New Yok by the General Assembly 
of the United Nations, signed by Romania on the 26th of September 2007 and entered into force on the 
3rd of May 2008) reiterates the importance of equal access to the same range of services, without discri-
mination on the basis of disability, so that disabled persons may enjoy the highest attainable standard of 
health (United Nations, 2007). Romania, as a signatory of the Convention, committed itself to take all 
necessary and appropriate measures to ensure equal access of persons with disabilities to such services 
(United Nations, 2007).

The above-mentioned provisions defend the interests and rights of the disabled, yet the current circum-
stances require their reassessment, to ensure that they are still valid in a crisis. Given that they are highly 
dependent on medical services, the members of this group require improved access to safe healthcare in 
times of crisis, to avoid the regressing of the disability.

I. Qualitative Research

The review of the data provided in individual and group interviews by the 20 representatives of associations 
and healthcare providers, the following topics were identified:

 

1. General information on the research population 

2. Medical services provided to disabled children before the COVID-19 pandemic

3. Access to medical services during the COVID-19 pandemics

4. Intersectorality of health services

5. Suggestions for the improvement of medical services

1. General information on the research population

The review of data from the semi-structured interviews with the associations yielded information on their 
establishment, purpose, activities, target groups, enablers, barriers, and experience in helping disabled 
children and their families.

Most parents attending group interviews were female, urban residents. The main reported conditions 
were Down syndrome, autism spectrum disorders, spastic quadriplegia, ADHD, mild mental retardation, 
moderate to severe psychomotor retardation, hemispherotomy, Turner syndrome or global development 
delay. According to the parents, most children were diagnosed at birth or in early childhood (6 months, 1 
and 1/2 years, 2 and 1/2 years, 3 years: “In our case, we discovered it at age 3... The suspicion appeared 
at 2 and 1/2 years, but it took some time before we made it to the doctor’s). Almost half of the parents said 
that their children required medical care from the time of birth. The others said that their children started 
to receive medical care from age one or two: “My girl has been on treatment in private and public facilities 
since she was one and we’ve been going to Centre X since it opened”.

3. Findings
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1.1. Establishment, purpose, target groups and activities of the associations

According to the associations’ representatives, the association that has the longest experience in providing 
care for disabled children was established in 2003, whilst the newest one at the beginning of 2019. The 
majority of the associations were set up by parents based on their disabled children’s need for quality 
medical care: “I should point out that, before being the president of the association, I am a parent. I 
established the organisation hoping that all children will have a chance, same as most organisations in 
Romania that started from parents or some need” or for the purpose of receiving and giving support and 
overcoming marginalising attitudes: “He was confronted with rejection or, should I say, marginalisation. 
I than realised that the same was happening to all families with such children and to all children with 
special needs and I proposed myself to set up an institution that would accept absolutely all children, 
disabled or typical, irrespective of their ethnicity or religion. I set myself out to build a place where all 
children are accepted and live together in peace and mutual respect”.

The representatives of the associations indicated that they provide medical services or carry out activities 
targeting the parents, caregivers and children with special need, various neuromotor disorders, 
neurodegenerative conditions (in particular Alzheimer), cerebral palsy, autism, Down syndrome, epilepsies, 
quadriplegia, diplegia, behavioural disorders, ADHD, vision impairment, hearing impairment, global 
developmental delay or speech development delay.

The activities carried out by the associations included: information and awareness raising campaigns; 
inclusion and integration projects; systematic monitoring, dialogue and consultation; draft laws; strategic 
campaigns to influence public policies, promote individual or group interests of all persons with disabilities 
in Romania and safeguard all their rights in compliance with the provisions of the Universal Declaration 
of Human Rights and the international and national regulations on the protection of persons with 
disabilities; educational activities; development of online platforms where children with vision impairment 
can access learning materials and courses; music therapy; various combined arts therapy classes; dance 
classes; theatre therapy; socialising activities; housekeeping or crafts workshops; camps; field trips; social 
and financial support; lobby and advocacy; research together with specialist physicians; provision of 
medical devices. Psychological counselling for parents and children was one of the most often mentioned 
activities. Many associations focus their efforts on activities aimed at the early identification of possible 
conditions in children and at guiding parents to have their children screened as early as possible in life.

The medical services providers claimed that they provide disabled children with a wide range of services, 
such as: speech therapy, kinesiotherapy, physical therapy, sensory integration therapy, hydrotherapy, 
hippotherapy, cognitive behavioural therapy, occupational therapy, emotional therapy, psychological and 
educational rehabilitation, therapeutical massage, ergotherapy, behavioural therapy, Tomatis therapy.

1.2. Enablers in carrying out activities

First, a major enabler is the motivation to support vulnerable individuals in their activities: “The inward 
satisfaction you gain each time the child makes any progress, however small it may be, seeing them smiling 
and the fact that they hug you as soon as you enter the centre (...). These are benefits that cannot be 
compared with anything else”. Another frequently mentioned enabler was the training of employees: 
“Training our colleagues, therapists and coordinators I work with. I think this is the key to success - good 
information and execution, focussing strongly on the child and early intervention”. Also, team cohesion: 
“We are a team, and this matters most”. Many associations have learned that, in order to provide quality 
services and support, they need individuals who are dedicated and empathetic and tolerant of the job stress 
and lack of financial incentives. The lack of support from public entities was the most frequently mentioned 
barrier, though some respondents deemed this to be an enabler in their work: “Based on annual applications 
submitted under Law No. 34, we receive funding, which means subsidies, from the town hall and the county 
council”. Last but not least, the annual conferences and working meetings held at universities or private 
entities, bringing together eminent experts, were deemed significant enablers, since they provided 
opportunities for the members of the associations, parents and other specialists to acquire from reliable 
sources critical information on various conditions and disabilities afflicting the vulnerable ones.
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1.3. Barriers in carrying out activities

The most frequently mentioned barriers were related to the financing and sustainability of the services:“It 
is very difficult to support the services and it seems that there is an issue currently in terms of costs and 
no financing solutions are identified, which is sad... You manage to find solutions, get things going, make 
them work... And then, the government does not give you the support required to keep them going...”. 
According to most participants, despite the increasing demand for medical services, they were confronted 
with the resistance of the authorities; they described their cooperation with the public entities as being 
“very cumbersome and even very unbenign”.

Other barriers mentioned were the working together with public partners and the relation with the com-
munities - these being challenges for both the members of the associations and parents who “make efforts 
to obtain funds for keeping their children under constant treatment”. The participants indicated that the 
bureaucracy hinders their work and is a burden on the accreditation, licencing, form collection and fund-rai-
sing activities. Regarding the legal aspects, challenges were reported with obtaining clear information on 
the amendments brought to Form 230 by the National Agency for Fiscal Administration.

One barrier encountered by the representatives of the associations in their work was the parents’ level of 
understanding and acceptance of their children’s diagnoses. Also, they are confronted with the social 
barriers raised by the discrimination of disabled children. 

The issues caused by the shortage of space and lack of trained medical and expert staff (e.g. psychologists) 
to meet the multiple demands of the parents were mentioned as internal barriers, within the associations.

2. Medical services provided to disabled children before the COVID-19 pandemic

2.1. Relations between the children, parents and medical staff

•      The members of the associations claimed that the parents hold various opinions on their interac-
tion with specialist physicians, some being very happy with the latter’s professionalism and com-
munication: “I know dedicated doctors, very good persons, but they can’t work miracles in all ca-
ses”. Others stated that the most frequent barrier in communicating with the doctors was the lack 
of time: “If there are 50 persons waiting at your door, it is more difficult to take time and talk to 
each about side effects, but most provide information about medicine rather sparingly”, but also 
the lack of clear information on the administration of medication and the steps that parents should 
take after receiving the diagnostic.

•      The relations between the children, parents and medical personnel are influenced by the services 
provided by the latter. The representatives of the associations deemed that the nurses changed their 
attitude lately, becoming more sympathetic and tolerant of disabled children. Nevertheless, many 
representatives said that they often avoid requesting medical services because “the medical person-
nel, (...) nurses fail to understand the complexity of the disorder, the fact that autism is not a disease”.

2.2. Access to medical services

The access to medical services for disabled children was often described as a challenge for the parents, 
because such services are not integrated. According to the participants, the disabled children’s needs are 
not adequately covered, due to the insufficiency of and lack of access to rehabilitation centres.

2.2.1. Barriers to accessing medical services 

The research population emphasised the barriers resulting from the lack of care services dedicated to 
disabled children, day centres, nursing homes, rehabilitation centres and specialised medical staff: “There 
are not enough rehabilitation centres for our children. We queue to access a centre where they have skilled 
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personnel that can help with the rehabilitation. Because of that, many go for private care. Unfortunately, 
we have to access such services, to take our children to private therapy centres...”.

Most of the members of associations stated that medical and social services for disabled children are in 
urgent need of integration.

Many of them deemed that significant discrepancies exist between the quality and accessibility of medical 
services provided to disabled children in urban and rural areas. The number of places in rehabilitation 
centres is limited in rural areas and the parents are confronted with problems caused by the appointment 
waiting time and lack of information on the health status of and treatment required by children. Also, it 
was pointed out that there are insufficient rehabilitation centres and insufficient rehabilitation sessions: 
“40% (of the population) in the rural areas have no access to kinesiotherapy or rehabilitation facilities”. 
Moreover, these difficulties may have major negative impacts on the entire family, fostering various social 
problems and causing mental and emotional distress of the family members: “We have countless social 
cases where fathers cannot cope with such problems and abandon their families. Mothers are thus left 
alone and, in most cases, do not receive the support they need - no childcare facilities are available (e.g. 
if they go to the doctor’s), not to mention that their personal lives are totally inexistent, since a child with, 
say, muscular dystrophy needs care 24/7”.

Other significant issues pointed out by the representatives of the associations pertain to the level of 
qualification and training of the medical personnel: “Many effective therapies have emerged, but in our 
country there are no therapists trained to deliver them or, if available, such therapies are very expensive 
and difficult to access for us, the parents, however much we’d like to”, but also to the doctors’ involvement 
and dedication: “Hospitals should be well-equipped and staffed with persons that are qualified and willing 
to work with our children. There is a lack or qualified staff, that’s to say of dedicated doctors”.

• The representatives of the associations reported that the parents often came across dentists who 
refused to treat their children, because the latter had special needs and could have behavioural 
issues: “There are extremely few dentists willing to treat a special needs child, and I’m saying this 
based on my own experience”.

• Many associations deemed that transport is also a barrier to accessing medical services: “It is 
quite difficult for parents from around the County to travel 30-40 km by public transport. This is 
definitely difficult for them”.

• Most parents did not consider that the time required to travel to the doctor’s was a significant 
barrier: “We get there fairly quickly. The practice is not far from our house. But for other (services) 
we go to private practitioners, and this takes about half an hour’s travelling in our car”. “We, in 
urban areas, we have easier access”. However, a father from Bucharest reported that he and his 
child travel 500 km to the doctor’s but did not perceive this as a hindrance: “True, there are more 
than 500 km, but we go there by appointment. It is not an issue. It’s ok, we are accepted in public 
facilities too, at the two hospitals (X and Y), and the two doctor ladies welcome us with open arms”.

• Respondents indicated that most of the financial barriers confronting the parents of disabled chil-
dren are caused by the failure of the Health Insurance House to reimburse expenses: “Because of 
the costs, the parents cannot afford to take the children to therapy every day”, but “if the Health 
Insurance House would reimburse such expenses without much bureaucracy and obstructions, 
this would help and have a major positive impact on our lives”. It was frequently claimed that the 
failure to reimburse the cost of certain critical services (e.g. psychological) has a negative impact 
on these children’s rehabilitation, because such therapies require consistency and perseverance. 
The issue of the financing of public medical services was also emphasised by the parents: “Nobo-
dy really talks about the critical issue - funding. Everything must change, and nothing, including 
the medical system, can be changed without money”.
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• The representatives of the associations also confirmed that informal payments are sometimes 
made for medical services delivered in rural areas: “(The medical staff) imply that they receive 
gifts, in most cases in rural areas, in small towns or in other counties. The gifts may be in cash or 
in kind - foodstuffs or other goods”. Moreover, informal payments were reported that impact on 
the quality of the medical services provided to children with muscular dystrophy in rural areas. 

• More specifically, the parents pointed out that the public system does not provide sufficient reha-
bilitation services for disabled children, this being perceived as a major obstacle, since such the-
rapies need to be undertaken daily and may thus be too costly for some families: “We had these 
therapies from the beginning... We worked with the kinesiotherapist and the psychologist. So, we 
did this for years and on, of course, to the extent we could afford it - we focused on this. Therefore, 
I don’t believe that all parents can afford to do this, to take children to private therapists for many 
years. So, if the rehabilitation services are not by the public system, I don’t believe that all the 
families can afford to provide such therapy to their sick children”.

• The scheduling of appointments for various medical services in public facilities, in particular for 
services such as kinesiotherapy, a therapy for which children may even wait for months, was also 
a barrier for disabled children and their families. Financial obstacles are present again, with chil-
dren and parents having to pay for private therapy, in order to maintain the continuity of the tre-
atment. The parents mentioned the children’s access to dental medicine, reporting that they had 
undergone “experiences that were extremely traumatising for the family and child”. They also 
claimed that the access to dental medicine is, in general, difficult and the disabled children (in 
particular those with intellectual disabilities) do not cooperate with the dentists.

• The perception of the participants is that the waiting time is much longer in the case of public 
services: “We, for instance, if we want to go to a hospital in Târgu Mureş in June, then we need to 
make an appointment in January - February. Of course, I do it early because I know now, but when 
I didn’t know I had difficulties because of this. One of the barriers experienced by the parents was 
the inefficient communication by the medical facilities with regard to the cancellation of appoint-
ments: “My child was turned down for surgery first at six and then at seven months. First time, it 
was because the operating room was being renovated and they failed to notify us accordingly. We 
were preparing for surgery. The night before, the doctor called and told us to stop preparing. Didn’t 
we know that the operating room was being renovated? I mean, it was a shock”.

2.2.2. Barriers related to the quality of medical services

Most of the interviewed participants claimed that the medical services and their quality differ depending 
on the form of funding - private or public. In general, the quality of medical services was deemed to be 
average - “for the most part (the quality) is not very good”. According to the respondents, the parents of 
disabled children are “rather unhappy and quite bewildered by the Romanian medical system and the 
pretty poor quality of the healthcare they have access to”.

Social implications of financial barriers confronting the parents

These financial impediments may also significantly impact mothers must quit their 
jobs to care for their children: “Financial barriers have always existed... Because there 
are mothers who had to give up work to care for their children... You take care of your 
child, don’t have much in terms of integrated services, there are no places where the 
chid can spend time safely, to go out with him/her and not be judged and stared at”.
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One of the obstacles that impacts on the quality of the services is standard duration of a visit to the doctor’s: 
“As long as doctors in the Romanian health system are not allocated sufficient time to examine the patients 
(in public hospitals and in particular in emergency centres), the doctors do not have enough time to inform 
the patients.

To improve the quality of the life of disabled children and improve the rehabilitation rates, the 
representatives of the associations maintained that the access to medical devises should be facilitated: 
“There are many shortcomings: from the decision to obtaining the devices. The access is cumbersome, 
with much bureaucracy to obtain medical devices that are required by Duchenne children to live normal 
lives. The quality of life is determined by these devices”., and the reimbursement of the cost of such devices 
would remove a significant barrier in the case of certain children. Furthermore, the representative 
maintained that, due to the lack of medical equipment for children with muscular dystrophy (wheelchair, 
corset, orthopaedic shoe), they have to accept donation of disused medical devices from abroad, which 
may cause extra health issues. 

Also, the parents defined the quality of the medical services provided to children based on the form of 
funding. They claimed that they mainly chose private medical services: “We can only get adequate care 
for my girl’s condition in the private system. The access to public medical services for such a diagnostic, 
where constant and long-term intervention is required, is very limited. Therefore, children may only receive 
long-term help in the private sector - this is how I see things”.

2.2.3. Barriers related to the diagnosing of disabled children

The representatives of associations and providers mentioned the existence of barriers in diagnosing 
disabled children, in particular those with vision impairments, in rural or remote areas: “Many a time, the 
diagnosis... There isn’t a medical team. As you very well know, they barely have access to family doctors in 
rural areas. Many of these children are diagnosed poorly and wrongly, and it may take years before they 
get a fairly correct diagnostic. I know this from the discussions I had with the blind, adults who recounted 
their experiences from childhood to the time they lost their eyesight completely. In many cases, they have 
to go from doctor to doctor, from town to town, until they get to a specialist who understands their condition 
a little better... Many go to clinics abroad for correct diagnosis, prognosis and, possibly, treatment”.

Some parents claimed that they encountered difficulties at the time they received their children’s 
diagnostics: “Initially, our issue was related to the diagnostic - when many wrong diagnostics were 
determined in public medical facilities. This is why my child is now in this state. Should he had been 
correctly diagnosed from the beginning, he’d now be a normal child. We trailed from (public) hospital to 
hospital, until we finally went to a private clinic where he received the correct diagnostic - they took an 
NMR. Nevertheless, nothing was done in Romania - no treatment was available for this. We looked abroad 
for three more months during which the child suffered a lot. So, it was not in Romania that we received 
the right treatment”.

Problems related to ophthalmology consultations were also mentioned: “My little girl lost her eyesight at 
some point and had to be diagnosed. I mean, the most difficult thing was to obtain a diagnostic, because 
we consulted 11 doctors and practices. And they didn’t want to... I mean, she wouldn’t cooperate, wouldn’t 
stay still in the equipment. And no practice accepted to anesthetise her for examination. In the end, we 
solved it in a, well, private... context, at very high costs”.

2.2.4. Barriers related to the marginalisation of disabled children

Disabled children (in particular those with neurological disorders) are often excluded from social groups: 
“Disability is not accepted and not even understood in our society”. Thus, some representatives claimed 
that some parents often choose not to declare their children’s conditions: “We have problems and barriers 
because all these neurologic disorders are associated with stigma and discrimination, not to mention 
marginalisation. And stigmatisation causes people with such a disease not to declare it”.
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In the group discussions, the parents also presented their experience with the marginalisation of disabled 
children. Some stated that they did not feel that they were treated unfairly by the providers of medical 
services and that were marginalised, and others said that they received better treatment due to their chil-
dren’s conditions: “We saw ourselves as advantaged. Yes, not disadvantaged, but advantaged. There is a 
place in Bucharest where, believe you me, we are privileged because the little girl has a handicap, maybe 
because she is weaker, more... I don’t know why. There is a place... where we are at an advantage”. Other 
parents exemplified how children are marginalised by lack of communication: “This comes without saying, 
because they are treated differently. There’s absolutely no question about it. There is a blockage in coope-
rating for diagnosis purposes. It is very difficult to complete even the most basic medical procedure with 
an uncooperating child without scaring off the nurse or doctor who has never had contact with such pa-
tients. Very difficult. I’ve lived through such moments”. Another mother suggested possible discrimination 
between disabled children and their siblings: “Yes, (the child) is discriminated. The medical staff does not 
behave the same to my autistic daughter as to her typical sister. So, if this can be deemed to be discrimi-
nation, yes. (...) In most cases, yes, but I don’t know if this is an individual fault or a fault of the system”.

2.3. Relations between the children, parents and medical staff (doctors, nurses, technicians, orderlies)

Currently, the parents are unhappy about the relationship and interaction with the medical staff and say that 
the process whereby they succeeded to cooperate with the medical staff was not exactly easy: “Before the 
pandemic, we managed to go everywhere, but it took a while until we found the right physician. Parents live 
through a nightmare until they feel personally which doctor is good for them and their children. And this 
can only be achieved through acquaintances or from speaking to parents in similar situations - this is how 
you get to a good doctor or to a doctor who has a heart and is diligent”. The lack of professionalism, 
experience or communication skills was mentioned as the main cause that led to going to a different 
physician: “The lack of communication - I felt that I could not rely on that doctor’s services. When we needed 
him, he’d send us elsewhere or turn us down (...); lack of experience or professionalism, all these things led 
us to search until we found the current ones”.

The good relationship with family doctors was also pointed out: “In our case, the family doctor is easily 
accessible, she understands us. I can go to her at any time for a referral. Even when she is off duty, she makes 
time and deals with us. But, for the rest... We now have doctors we visit often, but it took some time to get 
to this situation. It took a while to find the right doctors”.

Moreover, the parents confirmed that they can trust their current physicians, in particular due to the 
“discussions during visits at the practice” that “convinced us to choose the doctors. That is, if we received 
sufficient information, the manner they communicated, the understanding, the bond you feel forming and 
the person you’re talking to. These are the criteria that determined us to choose the doctor. Of course, trust 
develops in time and that is why I told you that we had many experiences with many doctors whom we 
visited. In the end, we chose and selected, and we stayed with those with whom we felt we can trust and 
communicate.

The parents expressed differing opinions regarding the interaction with nurses - some were pleased with 
the attitude of the nurses: “We, for instance, when we were hospitalised at Târgu Mureş, we were far away 
from home and the nurses asked if we needed pampers or wipes and even offered to help us. Well, not all 
of them, but there are special persons among them who understand the predicament, who see that you are 
in a rather difficult situation, that your husband is not going to come over from so many kilometres to bring 
you a wet wipe or... And, in some situations, you can’t leave the child alone. And they see your situation and 
sometimes help you”. Others had less pleasant experiences caused by language and attitude: “They 
badmouth the patients. In our case, they didn›t show the respect a doctor displays”.

3.  Access to medical services during the COVID-19 pandemics

The representatives of the associations unanimously stated that the COVID-19 pandemic hindered disabled 
children’s access to medical services: “The (children’s) access to medical services was blocked. Some ho-
spitals where they received care were closed or transformed into COVID facilities. In our opinion, this seri-
ously impacted the patients’ access to such services”.
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The access to therapy and, implicitly, monitoring the children’s health status became cumbersome. The 
participants also mentioned issues caused by postponed surgery, lack of direct contact between the medical 
staff and children or difficulties of telemedicine: “There were difficulties related to telemedicine in this 
period. Some of them had to postpone”.

Regarding therapies, children no longer had access to kinesiotherapy (“Kinesiotherapy was no longer 
available in hospital or in private facilities, because all practices closed down.”) or to endocrinology, 
orthopedy or neurological examinations.

The members of the associations also mentioned the major impact generated by the reduced number of 
psychological counselling for parents and the lack of access to psychiatric examinations for disabled 
children: “During the pandemic, most (parents) were rather unhappy, because some psychiatrists would 
not even see the children any longer. I mean, they took the prescriptions without seeing the doctors”.

The financial barrier was reiterated, worsened by the pandemic context, some parents being forced to give 
up their jobs due to poor or no access to medical care and school closure: “It is very interesting to see how, 
because their children stand to lose, parents are terribly crossed with the Ministry and everyone in the 
education system. I wouldn’t want them to experience the life of a parent of a child who has issues and 
needs to be kept permanently indoors. They have to be permanently with the child with issues... “. The need 
to give up a job deepens the financial difficulties confronting these parents in caring for their children.

The perception of the majority of the respondents is that the access to medical services was significantly 
encumbered during the pandemic: “It is totally blocked, not merely hindered. It is effectively blocked”. Few 
parents said that the accessibility of services was not impacted.  The access of disabled children to medical 
services was first of all inhibited because they and their parents had to call on such services in emergency 
only: “I say yes (access was hindered), because we would only go to the doctor’s for emergencies and not 
when needed or scheduled, because we were told to go only if there was something urgent or if we saw 
changes in the child. This was also pointed out as a barrier to doing children’s laboratory tests: “We too are 
in the same situation. We were scheduled, yet the lab people told us not to go unless there was an 
emergency. We understood that, just that the time passes and... And it doesn’t seem right to me not to be 
up to date with the lab tests”.

On the other hand, some parents claimed that, with the onset of the pandemic, they started to look for 
private services, to feel safer: “In our case, the only difference was that before we went to see a doctor in 
a public hospital. Since the pandemic, we go to a private practice, where we can find a doctor. The purpose 
is to avoid crowds and for our safety. This is the only difference: we see a particular doctor in a private, and 
not a public facility”.

According to the parents, in some cases, due to the prevention and protection measures, the medical 
services were available online, an aspect perceived as a benefit in terms of the time saved to travel to the 
appointment: “The only consultation we had was online, precisely because, given all the restrictions and 
prevention measures normally taken by each hospital, the medical procedure in itself would have been 
very difficult, so we had an online consultation of which I was very happy. There was a discussion, and it 
was much easier for both me and the child, but access was encumbered. In many cases, everything happens 
very quickly for these children, because they can’t wait long, they can’t manage the situation. And given all 
the preventative measures, the visit to the hospital and the consultation itself would have taken longer”.  
The parents also stated that a legal framework regulating online consultations would facilitate things: ‘I told 
you, there should be regulations on online consultations that should be available at all times, not only in 
crisis. In many cases, online consultations are perfectly possible. MNRs and medical reports can also be 
forwarded online. So this would definitely make things easier”.

3.1. Barriers encountered in accessing medical services

Some members of the associations said that, on the backdrop of the lockdown or the state of emergency, 
they tried to provide online therapy, having seen that parents “increasingly required online and home 
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services. The home services were the main solution and we delivered them successfully”. There is a wide 
range of experiences with online therapy: “It was delivered online, but online is not suitable for most 
children. Counselling and therapy were also delivered online. But I believe that most were unhappy with 
this transition from face-to-face to online”. Given the restrictions imposed on consultations, the parents 
thus had to look for solutions “because, in certain situations, you had to queue outdoors at the family 
doctor even in winter. It must be a nightmare to wait at the medical office, outdoors, with a disabled child.  
So, the pandemic definitely deepened all the shortcomings that the health system already had”. Obstacles 
related to the appointment-making process were also mentioned, the participants claiming that

“It was very difficult to find spare places. You had to make appointments a long time in advance”.

Another barrier pointed out is that, for fear of contracting the SARS-CoV-2, some parents are reluctant to 
accept medical services provided by associations: “When we reopened the centre, some 30% of the parents 
dared not come for rehabilitation therapy. They were scared, afraid of infection. They returned in time. It 
took, I think, almost three months before they all plucked up the courage to return in earnest”. Moreover, 
according to the reports by the representatives, this implicitly led to regression in the children’s 
rehabilitation process, who became more vulnerable to “crises” or “seizures”.

The safe use of medication is another aspect revealed by the representatives of the associations, in 
particular because this activity needs permanent monitoring. Furthermore, according to the participants, 
the access to medicine and medical devices was hindered during the COVID-19 pandemic, especially in 
the case of “breathing devices, walking devices, or theses and others”.

The cessation of research work and reduction of participation in clinical trials outside Romania limited the 
access to medical care for rare diseases: “We don’t participate much in clinical trials in Romania because 
the absence of national registers of rare diseases prevents us from organising such clinical trials”. The 
absence of national registers of rare diseases and the inadequacy of treatments led, in some cases, to the 
termination of the treatment.

The negative impact of lockdowns on the mental health of disabled children was also emphasised, in 
particular in the case of those who found it more difficult to adapt to the new pandemic context: “There 
are children who don’t understand and sensuously reject the wearing of the mask. There are children who 
don’t understand ‘Don’t touch that! Don’t put your hand there!’. They literally don’t understand, but not 
because they are ill-bred, as it is usually inferred... ‘You didn’t know how to educate her’”.

The interruption of rehabilitation services or the limitation of the number of places available for 
rehabilitation interventions were deemed major barriers to accessing services during the COVID-19 
pandemic: “When the therapies stopped entirely, the activity also stopped in Centre X. When they resumed 
operations, the number of therapies provided was cut back, so children receive fewer therapies, precisely 
due to the protection measures taken in the Centre. Thus, the number of children permitted simultaneously 
in the Centre was limited, hence this reduction in the therapy capacity and the frequency of the children’s 
visits. This is a change and not one benefiting the children, but there’s nothing we can do.
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4. Intersectorality of health services

Cooperation 
between the 
organisations 
that support 
disabled 
children and 
medical 
facilities

The partnerships between the organisations that support disabled children and 
medical facilities are currently limited. Cooperation mainly takes place in projects 
where the working relationship is described as “fairly cumbersome, with each 
party having its tasks and share of work, but I think this should be regulated by 
law”. For this purpose, the participants suggested the establishment of a more 
structured legal framework, such that more disabled children may benefit from the 
partnerships between organisations and medical facilities.

The participants from Bucharest defined the establishment of partnerships between 
the organisations and the medical facilities as “a new trend, a new challenge”. The 
allocation of funds leads to the “emergence of very many small clinics that cover 
the therapeutical, medical and social components, social because each person 
needs support, information, counselling and help for integration and inclusion”. 
These aspects are applicable strictly to the City of Bucharest, thus favouring 
the fragmentation of services based on the applied financial model and on 
geographical areas, lack of case management in relation to financial allocations and 
a differentiation of medical care based on such differentiated financial allocations. 

•  In fact, some of the representatives of the associations claimed that they 
work in sound partnerships with doctors, which proved over time to be 
very beneficial because it facilitates the exchange of diagnosis (sent by the 
doctors) and intervention (sent by the associations) information.

Benefits of 
intersectoral 
care

The representatives of associations deemed that the establishment of new 
partnerships between the organisations that support disabled children and 
medical facilities can have “a tremendous impact not only on children but also on 
their extended families and communities, whilst the children themselves, being 
supervised, could become independent and autonomous”. The establishment of 
such partnerships was deemed to be “absolutely necessary”, since an effective 
working relationship between doctors and therapists is critical for the children’s 
progress and rehabilitation. The establishment of such partnerships would 
significantly improve the lives of disabled children in Romania: “I believe that 
this is what our children need. That is, I was just saying that individual therapies 
are needed for each of them, whilst they also need an environment where they 
can socialise. In other words, it is not sufficient to just give them medication or 
therapy as long as the social integration component is not covered”.

5. Suggestions for the improvement of medical services

5.1. Suggestions for the improvement of the health system 
 
     5.1.1. Integration of the services for disabled childre

Participants’ suggestions for the integration of services: 

•    establish an integrated system, where disabled children may easily receive medical care and 
social assistance: “an integrated system where NGOs, the medical system and the social 
assistance system work together would be a breath of fresh air for the entire society, not only 
for these children. Of course, it will greatly benefit the children, but will also benefit the entire 
society, since fewer will require assistance. Out of 100% currently, there will be, let’s say, 40% 
who will receive social assistance, but 60% of them will be functional”.

•    organise several integrated centres, where children may receive medical, social or educational 
services: “In the main, what we have learned from this pandemic is to encourage the 
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development of one-stop-shop centres dedicated to people who live with a rare disease. The 
centres should combine medical, social and educational services. We believe that this would 
provide a solution for the future (...), this is how we create a bridge between the patients and 
their families on the one hand and professionals and various care providers on the other. 
Once one enters a medical facility or, as I said, a one-stop-shop, one can get a diagnosis and 
correct management of the disease along with social integration and support services. When 
one has all of these services and need not go to five or six medical facilities located in various 
corners of the country, then the quality of one’s life definitely improves. And we encourage 
these partnerships”.

•    allocate more resources to the infrastructure and to the training of the personnel of medical 
or educational facilities that would have a significant impact on the rehabilitation of children 
and on their inclusion in more walks of social life: “We’re talking about the integration 
of medical services with all other additional services required by the child. We’re talking 
about laws that allow such integrated services. As the previous speaker rightly pointed out, 
infrastructure and training are needed - infrastructure for schools and training for teachers, 
therapists and, as is my case, for parents”.

Cooperation with social protection services 

Establishment of a social protection system: “Not to mention that there should be systems where, 
for instance, you can contribute during your life, as a parent, and that should provide disabled adults 
who cannot support themselves in any way with decent housing and living conditions, in institutions 
where they can be cared for and supervised in the absence of their parents. We have no social 
protection systems for such cases”. 

   5.1.2. Reimbursement of medical services and/or treatments

Ensure the reimbursement by the National Health Insurance House of services and therapies required 
by disabled children: “If the National Health Insurance House would reimburse the cost of the therapies 
the children receive, this would definitely be a major and beneficial change”. Furthermore, the benefits 
of reimbursing such critical services would be wider: “I believe that it would be very beneficial for 
them and for all the organisations - for us as an organisation and for them as parents and, without any 
question, for the children”.

•    Joint regulations issued by the Ministry of Health and the Ministry of Labour: “As long as the 
two ministries cannot agree with one another, I don’t think that things will work well. Each does 
a little bit, yet if an integrated approach is envisaged, these bits should be put together. As long 
as there is no legislation, this can’t be done. Even when there are laws it is still difficult in many 
cases. However, legislation is not enough. The legislation should be supported by standards 
until the identification of financing solutions”.

 •    Establish new financing programmes and their regulation under an adapted legal framework: 
“I wish legal opportunities and better defined and financed programmes existed, because what 
is the good of Law 448 providing for free access of children to rehabilitation services when such 
services are inexistent, or children cannot access them”.

•    Implement public policies, more involvement of decision makers, allocation of funds for the 
provision of services (including social): “This is a matter of public policies (...) and political 
will and allocation of funds are required in order to provide medical and social services to this 
group of children. Because, same as resources are directed into the education system and 
other public services for persons in good health, funds should also be directed and services 
developed for children, for persons with other needs, because, at the end of the day, they are 
individuals who have other needs than, say, those involved by the education of a normal child. 
Nothing can change though unless there is political will and public policies are directed to this 
segment. So, I don’t believe that we can achieve something unless there is a real will to do 
something for this group of the population that has other needs than the rest of the citizens”.
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5.1.3. Legislative framework

•  The Ministry of Health and the Ministry of Labour should regulate jointly: “As long as the two 
ministries cannot agree with one another, I don’t believe that something will work better. 
Each does their little part, but these parts must be joined together if we want to have an 
integrated approach. There’s no way to do things when there are no regulations. And even 
when regulations are in place, it is sometimes difficult. Moreover, regulations alone are not 
enough. The regulations should set standards until financing solutions are identified”.

•   Establish new financing programmes and set them forth in an adapted legal framework: “I 
wish the legal tools and financing programmes were better defined and funded than they 
currently are. Because what is the good of Law 448 referring to the free access of children to 
recovery services when such services do not exist or children cannot access them?”.

•   Implement public policies and more involvement of decision makers, allocate funds for the 
provision of services (including social services): “This is a public policy matter (...); political 
will and funds are needed to provide healthcare to children in this group. This is not limited 
to healthcare, but extends to social services, because, same as money is directed to the edu-
cation system and other services for healthy people, funds should be allocated and services 
be developed and addressed to children, to persons with different needs than those of, say, 
a typical child, because there are persons who have other needs than the education of a nor-
mal child, for instance. Nothing can change unless there is political will and policies direc-
ted to this group. Nothing changes otherwise. So, I don’t believe that we achieve anything 
unless there is a real will to do something for this population group that has different needs 
than the rest of the citizens”.

5.1.4. National register for monitoring the incidence of disabilities in children

Establish a national register to facilitate the monitoring of the incidence of disabilities in children. In 
particular for autism spectrum disorders (ASD): “Information, training and, at long last, set up, at the 
level of the ministry, that register of persons with ASD where we could identify ourselves - same as 
the Companies Register finds companies by their registration number, children could be identified 
and thus benefit easier first from whatever the state may offer them and then from what NGOs and 
parents can provide... But the connections should remain in place and the parent be not required 
again to play the role of the liaison between institutions”, but also for rare diseases: “This is a 
prerequisite - a register of rare diseases, digitalisation of services and improved access to therapies 
and medical devices, by simplifying bureaucratic procedures. That means that support services 
should be delivered much easier as soon as the disability is identified”.

Data bases with the medical records of disabled children

Develop and manage a data base including all the persons with special needs:

“A connected system or data base should exist where all these children or all these persons with special 
needs would be recorded. Their each individual medical history would be recorded and available and, 
when an intervention is required, sent experts, people who know what the issue si, who have experience 
of working with persons with special needs, who know that in the first phase you give them a sedative, 
yes... and who manage to act according to these rules”

Digitalisation

The representatives of the associations mentioned that digitalisation would be an enabler in managing 
the data in the register: “The first suggestion is digitalisation. This is the first and most important. 
Once the information is digitalised and public, the register, that register of rare diseases must exist”.



17

5.1.5. Rehabilitation centres for disabled children 

Finance rehabilitation centres that facilitate the integration of children and where the cost of services 
is reimbursed; establish more public centres and increase the number of places in the existing ones, 
affording children access to high-quality long-term services: “The centres, more rehabilitation centres, 
so that parents may no longer be stressed out by the lack of money for private therapy, no longer be 
stressed out of what may happen to their children if they get sick or die. A well-tuned system should 
be in place to integrate our children in daily life, a system one can rely on when one has a problem”.

5.1.6. Medical services for transitioning disabled youths and adults

Set up centres for youths aged 18 or more and for disabled adults: “Centres for teenagers, because 
there are very few or no centres for children who turn 18. I don’t know if we can talk about centres 
where children would do an activity, a particular therapy. No, because they are already classified as 
adults. And here they automatically switch from child to adult (services). But in fact they are neither 
children nor adults. They are somewhere in between. And such centres are inexistent. So, I would 
also focus on such centres and focus significantly, because they do not exist and are needed all around 
the country. All associations and parents talk about these centres, because we need them and don’t 
know what we will do with our children when they turn 18... Or what will come of them if something 
happens to us, the parents. No system has been perfected where these children may be integrated 
and helped to live by the society”.

5.1.7. Training of medical personnel

Extra training of doctors and other medical staff, including:

  interpersonal communication with parents and children;

  continuing training in the provision of services for people with disabilities;

  education, information, communication for and with the patient: “Training professionals, adapting 
the environment, adapting planning... appointments, empathy for parents and... yes, empathy covers 
all, empathy in terms of new information and behaviour”.

5.1.8. National screening programme 

The establishment of national screening programmes and the initiation of programmes for the regular 
assessment of children’s health are required actions to ensure the early identification of certain conditions 
and to facilitate the rehabilitation process: “It would be very useful to introduce national screening 
programmes, to identify... For instance, identify children with malformations, e.g. flatfoot, yes... this 
would very much help the children, I mean, to receive rehabilitation services. They recover really well if 
diagnosed early.  The same goes for diagnosing children with autism, hard of hearing or all kinds of vision 
impairments. Some children with poor eyesight are struggling in their early life and are diagnosed only 
when they go to school, in the first or second form, when the parents notice that they keep their eyes 
stuck to the copybook because they really can’t see. Well, these ae the things that should be done - some 
national programmes to detect and diagnose these issues in early life, that is by the age of three. Such 
programmes are few and far between! In fact, they don’t exist... Therefore, they would be very useful”. 
The respondents also deem that such screening services should be available at very early ages: “Ideally, 
it should be possible to intervene, to screen all small children, by age three, and in all public or private 
kindergartens... everywhere, such as to carry out a real medical screening... by a neuropsychiatrist or 
similar... and the parent to be informed”.
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5.1.9. Integration of psychological services 

The issues of mental health and integration of disabled children were also pointed out: “We don’t have a 
mental health plan for such persons, for these patients, for disabled persons. There is no mental health plan. 
They are seen as mentally ill from the start, irrespective of their disability, which is silly. The truth is that most 
teenagers with disabilities suffer from major depressive disorder, they have panic attacks, go through anxi-
ety moments and end requiring psychiatric treatment, because there are currently very few, if any, psychia-
trists and psychologists who can communicate efficiently with a person with an intellectual disability and it 
is much easier to give them a pill to calm down”. The treatment plan must be delivered very carefully.

The shock that the family has when they learn about the diagnosis is a serious burden that requires spe-
cialist support for parents and medical professionals to adequately deliver the message: “There are cases 
of parents of disabled children in hospitals or elsewhere where counsellors and psychologists should be 
available to work with these parents, because it is difficult to accept your child’s diagnostic. Many issues 
emerge from this, because it is difficult to deal with such a shock that can generate immediate and long-
term problems in the family. More specifically, in the family itself and further on”.

5.1.10. Parents’ support groups and counselling 

Establish more support groups and counselling opportunities for parents of disabled children: 
“Training, acceptability, support groups for parents, because the parent may remain in constant depression 
or denial”. “Definitely, a support group where both parents are required to attend. Perhaps something in 
family medicine should be changed in terms of rehabilitation options”. 

5.1.11. Establishment of new specialisms in medical schools

Establish of muscular neuropathology specialisms in medical schools: “It would be extremely useful 
if students in Romania would also have the opportunity to specialise in neuromuscular pathology. We 
cannot disregard the work of a neurologist simply because they are not specialised in neuromuscular 
pathology but has a different specialism.  It would be really good for us and the new generations if this 
would be considered. We requested this before, but unfortunately our efforts were ignored”. 

5.1.12. Research and statistical initiatives

Initiate research projects to facilitate the provision of information on the needs of these children: “The 
healthcare needs are very different. Therefore, I believe that if we’d have clearer statistics and well-organised 
and correlated data bases, we would have a better picture of the reality and needs, and only then we might 
ask how to provide support and help in a more specific manner”. “I believe that we need more information, 
more data, such as to gain a better understanding of the issue and only then may we say that we need X 
and Y because this is the reality. I don’t know where this could start, from each county, from the ministry, 
bottom-up... Either way, we need data that might help us to understand the needs, the real issues”.

5.1.13. Raise awareness of children’s disabilities  

Carry out initiatives, such as information campaigns, to raise awareness of the ailments affecting children: 
“Improved awareness is necessary, and this is not down to the doctors but can be achieved through all 
kinds of information and mental health campaigns. There are many things that may be done at social level 
regarding all the visible symptoms, awareness and general understanding”.

5.1.14. Medical devices 

Modernise the medical devices currently used in public facilities for examining and treating disabled 
children: “The equipment in certain public hospitals should be improved”.
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5.1.15. Communication between the parents and medical staff

Adequate information of parents by an expert: “These years we have been confronted with various 
problems, the main being that we are not provided with medical solutions for our children. In other 
words, you, the parent, are pushed to decide what to do with the child, where to take him/her, what doors 
to knock on or to undertake or not a certain therapy. So, unfortunately, we, the parents of children with 
serious health problems, have to turn into therapists and doctors instead of doing our job as parents, and 
this seems to me atrocious and extremely difficult. It took my husband and me some years to realise that 
we must be parents and therapists too, you know? We went through great torments in this period. It is 
stressful, a tremendous mental strain which would not exist if the families would be adequately guided 
and provided from the very beginning with information on the disease and available services. Of course, 
we decide. No one can force a treatment on us, but we should have the opportunity to take informed 
decisions, in full knowledge of all the available data, being presented with a holistic solution. I mean, you 
go to a neurologist who only sees his/her patch, right?”.

•   Provision of information for the communication with the parents and brothers of disabled children, 
indicating that they often are “collateral victims and, unfortunately, I believe that their needs are 
ignored”. Such communication could be facilitated if the doctors or psychologists would provide 
more information to the parents: “It would have helped me a lot if at least one of the doctors 
involved in the diagnosis would have told me from the very beginning how to manage the relation 
with the siblings (...); It would be very useful, I believe, if parents would receive explanations from 
the very start on how to relate to the other children in the family so that they do not suffer. And 
I am telling you that I believe this to be a very important component, because some parents, 
some mothers (because, unfortunately, the burden often falls on their shoulders) tend to give 
very, very much attention to this child. The disabled child needs attention and maybe the parent 
underestimates the other child’s needs. That is why I believe that the doctor or psychologist should 
tell the parent how to manage the relationship with the other children of the family”.

5.2. Suggestions for the improvement of services integrated with the educational system  

5.2.1. Adapted programmes and counselling of children by specialists

Develop adapted programmes and counselling of children by specialists: “Once children go to school, 
a new shortcoming becomes apparent, namely the lack of adapted programmes. This also means lack 
of qualified personnel, counsellors and support teachers in the school. The children spend only two or 
three hours a week with the support teacher and school counsellor”.

 5.2.2. Increase the number of school counsellors

Increase the number of school counsellors and therapists: “The presence and number of therapists and 
psychologists in schools are important - for example, there should be more support teachers... specia-
lised institutions to deal with such things”.

 • More efficient coordination of efforts to improve school inclusion: “It doesn’t help if we have 
beautiful educational programmes that are like oases in the desert if they are not generalised and 
systemic. Do you know how significant is the shortage of support teachers? How few specialists 
there are? How few are the school counsellors who can teach children how to behave with their 
classmates? I mean, there are very serious problems”.

5.2.3. Relaxation rooms in schools

Build relaxation rooms where children may receive counselling from specialists: “The schools don’t even 
have relaxation rooms where children may go with an expert to diffuse a situation. I visited a special 
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school (disabled children) in Germany where for each classroom there was an adjacent relaxation room 
where, if one of the four-six children had a difficult moment, he/she would be taken by a specialist to 
avoid the disruption of the entire educational process. A very serious concern”.

II. Quantitative Research

The review of the quantitative data obtained from the questionnaire filled in by parents and caregivers of 
disabled children revealed the parents’ experience of the barriers to accessing health services faced by 
such children and their families in Romania.

All the respondents were parents of children with disabilities including rare diseases, mental, psychic 
and somatic disabilities, autist spectrum disorders, hyperactivity and Down syndrome. A majority of 
the children (53.8%) have been diagnosed for more than 5 years, but less than half (46.2%) have been 
receiving care for more than 5 years, which may indicate that medical care was not accessed immediately 
after diagnosis or that the parents took time to identify medical care.

Despite this discrepancy, approximately half (42.3%) of the respondents declared themselves very happy 
with the overall quality of the medical care provided and a small percentage (7.7%) stated that they 
were somewhat unhappy with the overall quality of the care. When invited to give examples of their 
experience, they stated that: “The medical care provided to a disabled child in our situation are divided 
into two components. First, there is the care provided by specialist physicians in our town, where we go 
every month. These services amount to almost nil, meaning that they only take 20 to 30 minutes to carry 
out a psychiatric and psychological analysis in a single office, where they put a few questions to the 
parent and address a few statements to the child.

The second component is us going for examinations and assessment to another town, once every six 
months. There, there is a visible difference in terms of the attention, allocated time and professionalism 
we are met with. Even resident doctors in the hospital behaved in the same manner. Unfortunately, the 
visits for assessment and examinations were suspended because of the COVID-19. It’s been a year since 
we were last asked to go for an assessment that would give us specifics on the progress and stage of the 
child’s disease”.

In the section on personal choices, more than a quarter of the responding parents (27%) stated that 
they wanted other types of specific care that they did not receive. Such care included speech therapy, 
occupational and behavioural therapy, genetic tests, kinesiotherapy, psychological counselling for 
children and parents, and specialised paediatric care. It should be noted that some parents stated their 
willingness to learn the techniques required for delivering such care in order to help their children.

The questionnaire shows that the geographic access to healthcare is relatively easy, with the majority 
(50%) reaching such services in less than 30 minutes. More than two thirds of the respondents (73,1%) 
were never forced to cancel appointments for lack of means to travel to the medical facility. Furthermore, 
the responses indicate that the majority of the medical facilities are equipped for disabled persons, with 
only 15.4% of the respondents stating the contrary.

Asked if they felt that they were differently because of the disability, 15.5% of the respondents answered 
affirmatively and 69.2% stated that they felt no differences. This statement was reinforced by the parents’ 
evaluation of the behaviour of the medical staff: 76.9% of the respondents stated that they were satisfied 
and very satisfied. There are also parents who had less pleasant experiences. They stated that “I expect 
more sympathy and support from such persons who know what we and our disabled children are 
confronted with”.

Notable differences are noticed when it comes to accessing medical services during the pandemic, with 
the majority (68%) of the respondents stated that they found it difficult and very difficult to access medical 
services, compared to 23.1% before the instatement of the state of alert and emergency. The main barriers 
mentioned were “Difficult access to hospitals, suspension of therapies in certain periods, reduced time 
allocated to therapies” and the main differences were: “The access was better, waiting time was shorter 
and the patients received more attention”.
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The doctor-patient relationship is satisfactory and fully satisfactory for 96.2% of the respondents and 
82.7% of the sample. 96% of them feel that they can discuss with the doctor anything that worries them 
relating to the child’s health. 69.2% of the parents can contact the doctor between visits and 88.5% have 
received sufficient information on the treatment administered to the child.

Making an appointment according to the child’s health problem was easy for a third of the sample (34.6%) 
and difficult and very difficult for 26.9%. The visit at the doctor’s was overall satisfactory and very satisfactory 
for the majority of the sample, which was also reflected in the fact the 88% of the sample trust their 
children’s doctors. Nevertheless, the majority (52%) believe that the children could receive high quality 
medical services if more financial resources were available, in the absence of nosocomial infections, in the 
absence of the pandemic, if medical facilities would be adequately equipped, if the government would be 
more involved and if the services provided to the child would be intersectoral and integrated.

Despite the claimed existence of local / national partnerships between NGOs for disabled children and 
hospitals (52%) and educational programmes that encourage the participation of all children in inclusive 
education (44%), the majority of the children do not participate in such activities (45.8%). However, the 
entire sample (100%) believe that these initiatives will have a positive impact on the children.

The main suggested improvements include increasing the number of specialists and individual therapies, 
procuring state-of-the art equipment and increasing the frequency of consultations. Also, they suggested 
a holistic approach of the patients, more empathy from the medical personnel, improved information, 
reimbursement of the cost of therapies and establishment of centres dedicated to disabled children.

According to the collected data, the majority of the problems encountered before the COVID-19 pandemic 
coincide with those listed in the National Strategy “A barrier-free society for people with disabilities” 
2016-2020. This raises questions on the efficiency of the measures planned for the implementation of the 
Strategy, suggesting the need for a new approach.

Adapting and improving the National Strategy are central requirements in planning the care for disabled 
children, which directly impacts them. It is therefore necessary to bring the Strategy up to date with 
the current context and new needs of disabled children, align it to the European recommendations and 
regulations and to the knowledge and technological progress in the treatment of relevant conditions. Such 
an update must be backed up by the continuing training of medical staff in working with disabled children.

Bringing the Strategy in line with European and international requirements is of particular importance, 
with the final aim of ensuring equal and sustainable access of disabled children to health services.

According to this study, the current pandemic context amplified pre-existing problems – poor access to 
medical care, preponderance of private services, financial burden, access gap between rural and urban, 
long waiting times – and added the need to isolate and discontinue treatment over long periods of time: 
„The pandemic deepened all the shortcomings of the health system”.

The discontinuation of the therapy and socialisation contributed to a negative outcome - halting the progress 
or even retrogression of the children. Disabled children and their families / caregivers were collateral 
victims of a context that no one prepared them for, after lengthy struggles for obtaining suitable treatment. 
It is therefore necessary to develop treatment plans for the green, yellow and red pandemic scenarios, 
with a view to ensuring that these children may continue to make progress. Also, the national register for 
monitoring the incidence and prevalence of disabled children may facilitate these children’s progress.

The data analysis suggests the need for improved regulation of the reimbursement of the services 
included in treatment of disabled children, in particular of the therapies, as well as for including more 

4. Conclusions and recommendations
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rehabilitation sessions. It is recommended that these services be provided in integrated centres for 
children, based on a holistic approach. The centres should also receive patients aged over 18.

Furthermore, it is necessary to develop programmes for the continuing training of medical teams, focused 
on the needs of disabled children and based on the latest available knowledge. The care teams must 
understand the physical and mental disabilities as well as possible and should know how to interact with 
these children and their families.

The intersectorality and integration of the services should be formally supported by national and local 
projects and through laws and policies aimed at creating a favourable environment for partnerships. 
Cooperation and development of intersectoral services are recommended, for instance, the integration 
of school medicine in the treatment plan, for the continuity of the treatment and improved integration of 
disabled children.
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ANNEXES

Annex 1 - Interview Guide for NGOs or associations

Title of Study: Identification and description of barriers to accessing health services encountered by disa-
bled children and their families / caregivers in Romania 

General information:

Date: ____________    Time interval: ___________    Name of NGO ____________________           

OR

Name of entity (for providers of medical services) _________________________________

I. Introduction:

This informed consent form has two parts:

•  Information sheet (providing you information about the study)

•  Approval certificate (to sign if you choose to participate)

You will receive a copy of the full informed consent form.

Part I: Information sheet 

Introduction

My name is Carina Ţînţaş and I work at the Department for Public Health of the College of Political, 
Administrative and Communication Sciences of the Babeş-Bolyai University of Cluj-Napoca. Together 
with UNICEF, we are undertaking a research project aimed at identifying and describing the barriers 
encountered by disabled children and their families in accessing health services, as well as how were 
such barriers influenced / amplified by the COVID-19 pandemic. We believe that the information you hold 
is very valuable and would appreciate it if you would share your experiences and ideas. You need not 
decide today if you want or not to participate in the research. Before deciding, you may talk about this 
research to anyone you feel comfortable with.

This consent form may include words that you don’t understand. As I present the information to you, 
please ask me to stop if needed, and I will take time to explain any such terms. Should you have any 
questions later on, you are welcome to ask at any time..

Purpose of the research

The purpose of this study is to identify and describe the barriers encountered by disabled children and 
their families in accessing health services, as well as how were such barriers influenced / amplified by 
the COVID-19 pandemic.

Type of research intervention

This research involves your participation in an interview that should last about one hour.
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Selection of participants

You have been invited to participate in this research because we believe that your experience as a health-
care professional / representative of a children’s rights NGO may contribute significantly to understanding 
and knowing the barriers encountered by disabled children and their families in accessing health services.

Voluntary participation

Your participation in this research is entirely voluntary. It is your choice to participate or not. You may 
change your mind at a later time and not participate, even if you initially agreed.

Procedure

A. Brief introduction to the format of the research study

You are kindly requested to help us to identify and describe the barriers encountered by disabled children 
and their families in accessing health services, as well as how were such barriers influenced / amplified by 
the COVID-19 pandemic. You are invited to participate in this research project. Should you accept, you will 
be asked to answer questions meant to contribute to identifying and describing the barriers encountered 
by disabled children and their families in accessing health services, as well as how were such barriers 
influenced / amplified by the COVID-19 pandemic.

B. Explain what types of questions the participants in the discussion groups, interviews and 
survey may expect. If the research involves questions or discussions that may be sensitive or 
embarrassing, please inform the participant accordingly.

You will participate in an interview with one of our researchers. Given the current pandemic context, the 
interview will be held on Zoom. If you do not wish to answer certain questions during the interview, you 
may tell that to the interviewer, and he/she will move on to the next question. No one but the interviewer 
will be present, if you do not want someone else to attend. The records are confidential and nobody 
outside the research team will have access to the information documented during the interview. The 
entire interview will be audio recorded, but no one will be identified by the name of the recording. The 
recording will be kept on media secured with a password and only be accessible to the main researcher.  
The recorded information is confidential and nobody outside the research team will have access to the 
recordings. The recording will be destroyed at the end of the project.

Duration

The total duration of the research study is five months. Over this period we will have one in-depth interview, 
which will last about an hour.

Risks

No risks are anticipated.

Benefits 

You will not derive any direct benefit, but your participation will help us to learn more about the barriers 
encountered by disabled children and their families in accessing health services, as well as how were such 
barriers influenced / amplified by the COVID-19 pandemic.

Reimbursements

You will not be offered financial compensation for participating in the research.
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Confidentiality

We will not share information about you with any person outside the research team. The information 
we collect in this research project will be kept confidential. Your name will not be mentioned. When the 
recording will be transcribed, your name will be changed into a code and any element that may lead to 
your identification will be deleted.

Sharing of the findings

The impact of this study will be felt at the level of health policies, in particular but not limited to those 
covering the provision of health services in critical periods. This research will explore the gaps and short-
comings that the health system presents for vulnerable persons, disabled children and their families / 
caregivers. The data acquired in the study will then be available to substantiate the changes needed in the 
delivery of health services and in the manner in which we relate to such services.

Right to refuse or withdraw

You don’t have to participate in this research if you don’t want to and your decision to participate will have 
no impact whatsoever on your job. You may drop out from the interview at any moment, without any con-
sequences. At the end of the interview, you will have the opportunity to review your comments and you 
may ask to change or eliminate any of them if you do not agree with my notes or if I misunderstood you.

Who can you contact

You may ask any questions either now or later. Should you have any further questions, you can contact 
us by phone at 0732451320 or by e-mail at  monica.brinzac@publichealth.ro.

You are welcome to ask questions about any part of the research study. Do you have any questions?

Part II:  Approval certificate

I have (been) read the information sheet and I agree with its contents.

I was invited to participate in the research on the barriers encountered by disabled children and their 
families in accessing health services, as well as how were such barriers influenced / amplified by the 
COVID-19 pandemic.

I agree to participate in the said study. 
(This section is mandatory)

I have read or been read the above information. I had the opportunity to ask questions about 
the said information and all questions I asked were answered. I hereby agree to participate in 
this study.

Date ___________________________

Section for NGOs

Name of NGO / organisation  ________________________________________________            OR

Name of entity (for providers of medical services) _________________________________________________
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I. Introductory questions

1.  How long has your organisation been established and how did it all start, from your perspective? How 
long have you been with this organisation and how did you come to work here?

2. Could you describe the main activities you carry out in the organisation? What are the purpose, 
objectives and target group of your organisation?

3.  Can you describe your experience from the time you started to work with the organisation? Which were 
the main enablers that contributed to your work? What about the barriers?

4. What was your experience regarding the support provided to families with disabled children? How was 
the overall process? What was the initial attitude of the parents to your organisation?

II. Questions about the medical process: experiences, enablers, barriers

1. Can you tell us what is, in general, the parents’ opinion about the medical services received by 
their children? What are the problems / challenges / needs confronting them? Can you tell us more 
about their experience?

2. Based on the information you currently receive from the parents, how would they describe their 
experience with the medical team (doctors) dealing with their child(ren) diagnosis / treatment / 
rehabilitation? Was the team sufficiently clear and precise in deciding the diagnostic and required 
rehabilitation plan / treatment / therapy? Did the team give them the opportunity to ask questions 
about the treatment planned for their child? Were they presented with the benefits and the risks of 
the treatment?

3. Based on the information you currently receive from the parents, how would they describe their 
experience with the other medical personnel (nurses, therapists, technicians, orderlies, etc.)?

4. Based on your experience, how would the parents describe the process of accessing medical 
services before the pandemic? What about during the SARS-CoV-2 pandemic? (In particular during 
the state of emergency.)

5. What barriers were they confronted with during the state of emergency and alert?

III.  Integration of medical services with other types of services (e.g. social, educational, etc.)

1. To the best of your knowledge, are there currently any local / national partnerships between NGOs 
/ organisations supporting disabled children and medical facilities? What, in your opinion, causes 
this situation (existence or inexistence of partnerships)?

2. What would you think about a potential cooperation relationship or partnership between NGOs 
that support disabled children and medical facilities? [integration of medical services with other 
types of services (e.g. social, educational, etc.)]

3. Would, in your opinion, such initiatives dedicated to disabled children of Romania have a positive 
impact?
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IV. Suggested improvements

1. What suggestions would you have for improving the services provided by the medical entities 
and teams that cater for these children?

a.  What changes would be necessary to the current health services provided to children and 
adolescents with particular disabilities?

V. Closing

2. Would you like to add anything about your experience in relation to the aspects mentioned 
above? Is there anything else that you would like to add?

3. Was there anything on your mind that you’ve been meaning to share during the interview? 
Any information I might have omitted?

4. Do you have any questions for me?

Thank you for participating in this interview!
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Annex 2 - Interview Guide for providers of healthcare/medical services

I. Introductory questions

1. First, we would like to know what types of services you currently provide to children with certain 
disabilities. Can you tell us what are the disabilities of the children you support?

2. Can you describe your experience from the time you started to work with the organisation? 
Which were the main enablers that contributed to your work? What about the barriers?

II. Questions about the communication with patients 

1. Can you briefly describe your interaction with the patients and their parents? How do the services 
/ consultations unfold generally? What are the patients’ attitudes towards you and the medical-
social personnel?

2. How would you describe your relationship with your patients and their caregivers? 

III. Questions about the medical process: experiences, enablers, barriers 

1. Based on the information you currently receive from the parents, how would they describe their 
experience with the other medical personnel (nurses, technicians, therapists, orderlies, etc.)? What 
about with the auxiliary personnel?

2. Can you tell us what is the general opinion of the parents about the medical services received 
by their children? What were the problems confronting them? Can you tell us more about their 
experience?

3. To the best of your knowledge, were there parents who gave up the treatment / rehabilitation 
plan / therapy suggested for their children’s affliction? Can you tell us the causes / reasons? (E.g. 
transport, no caregivers, medical devices, financial burden expenses, etc.).

4. Based on your experience, how do you think the parents would describe the process of accessing 
medical services before the pandemic? What about during the pandemic? (In particular during the 
state of emergency)

5. What barriers were the parents confronted with during the state of emergency? What is the attitude 
of your employer to this issue?

IV. Integration of medical services with other types of services (e.g. social, educational, etc.)

1.To the best of your knowledge, are there currently any local / national partnerships between NGOs 
/ organisations supporting disabled children and medical facilities? Why do you think this situation 
exists?

2. What would you think about a potential cooperation relationship or partnership between NGOs that 
support disabled children and medical facilities? [integration of medical services with other types of 
services, e.g. social, educational, etc.)].

3. Would, in your opinion, such initiatives dedicated to disabled children of Romania have a positive 
impact?
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V. Suggested improvements

1. From a medical perspective, what suggestions and actions / interventions would you propose 
to improve the quality of medical services delivered to disabled children in Romania?

a.  What changes would be necessary to the current health services provided to children 
and adolescents with particular disabilities?

VI. Closing

1. Would you like to add anything about your experience in relation to the aspects mentioned above? 
Is there anything else that you would like to add?

2. Was there anything on your mind that you’ve been meaning to share during the interview? Any 
information I might have omitted?

3. Do you have any questions for me?

Thank you for participating in this interview!
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Annex 3 - Interview Guide for the group interview with patients’ parents

Title of Study: Identification and description of barriers to accessing health services encountered by 
disabled children and their families / caregivers in Romania.

General information

Date: _________________  Time interval:  ______________  Age:  _________  Gender: _____

I. Introduction:

This informed consent form has two parts:

 • Information sheet (providing you information about the study)

 • Approval certificate (to sign if you choose to participate)

You will receive a copy of the full informed consent form.

Part I: Information sheet 

Introduction

My name is .......................................... and I work at the Department for Public Health of the College of 
Political, Administrative and Communication Sciences of the Babeş-Bolyai University of Cluj-Napoca.

Together with UNICEF, we are undertaking a research project aimed at identifying and describing the 
barriers encountered by disabled children and their families in accessing health services, as well as 
how were such barriers influenced / amplified by the COVID-19 pandemic.

We believe that the information you hold is very valuable and would appreciate it if you would share 
your experiences and ideas.

This consent form may include words that you don’t understand. As I present the information to you, 
please ask me to stop if needed, and I will take time to explain any such terms. Should you have any 
questions later on, you are welcome to ask at any time.

Purpose of the research

The purpose of this study is to identify and describe the barriers encountered by disabled children and 
their families in accessing health services, as well as how were such barriers influenced / amplified by the 
COVID-19 pandemic.

The type of the research intervention

This research will entail your participation in a focus group led by a member of the research team, 
which will last about one hour each, in two meetings.

Selection of participants

You have been invited to participate in this research because we believe that your experience as a legal 
representative of your child may contribute significantly to understanding and knowing the barriers 
encountered by disabled children and their families in accessing health services, as well as how were 
such barriers influenced / amplified by the COVID-19 pandemic.

Voluntary participation

Your participation in this research is entirely voluntary. It is your choice to participate or not. You may 
change your mind at a later time and not participate, even if you initially agreed.
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Procedure

 A. Brief introduction to the format of the research study

You are kindly requested to help us to identify and describe the barriers encountered by disabled 
children and their families in accessing health services, as well as how were such barriers influenced 
/ amplified by the COVID-19 pandemic. You are invited to participate in this research project. 
Should you accept, you will be asked to answer questions meant to contribute to identifying and 
describing the barriers encountered by disabled children and their families in accessing health 
services, as well as how were such barriers influenced / amplified by the COVID-19 pandemic.

B. Explain what types of questions the participants may receive in the discussion group, in-
terviews or survey. If the research involves questions or discussions that may be sensitive or 
embarrassing, please inform the participant accordingly.

You will participate in a focus group alongside one of our researchers and other parents / care-
givers of disabled children.

Given the current pandemic context, the interview will be held on Zoom. If you do not wish to 
answer certain questions during the interview, you may tell that to the interviewer and he/she 
will move on to the next question. No one but the interviewer will be present, if you do not want 
someone else to attend. The records are confidential and nobody outside the research team will 
have access to the information documented during the interview. The entire interview will be 
audio recorded, but no one will be identified by the name of the recording. The recording will 
be kept on media secured with a password and only be accessible to the main researcher. The 
recorded information is confidential and nobody outside the research team will have access to 
the recordings. The recording will be destroyed at the end of the project.

Duration

The total duration of the research study is five months. Over this period we will have one focus group, 
which will last about 2 hours. We would very much appreciate it if you would stay until the end of this 
group discussion, yet you can leave this meeting if you must.

Risks

No risks are anticipated.

Benefits

You will not derive any direct benefit, but your participation will help us to learn more about the barriers 
encountered by disabled children and their families in accessing health services, as well as how were 
such barriers influenced / amplified by the COVID-19 pandemic.

Reimbursements

You will not be offered financial compensation for participating in the research.

Confidentiality

We will not share information about you with any person outside the research team. The information 
we collect in this research project will be kept confidential. Your name will not be mentioned. When the 
recording will be transcribed, your name will be changed into a code and any element that may lead to your 
identification will be deleted.
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Sharing of the findings

The results of this study will be used for the development and improvement of health policies, in 
particular but not limited to those covering the provision of health services in critical periods. This 
research will explore the gaps and shortcomings that the health system presents for vulnerable persons, 
disabled children and their families / caregivers. The data acquired in the study will then be available 
to substantiate the changes needed in the delivery of health services and in the manner in which we 
relate to such services.

Right to refuse or withdraw

You don’t have to participate in this research if you don’t want to and your decision to participate will have 
no impact whatsoever on your job. You may drop out from the interview at any moment, without any 
consequences. At the end of the interview, you will have the opportunity to review your comments and you 
may ask to change or eliminate any of them if you do not agree with my notes or if I misunderstood you.

Audio recording 

The last thing I’d like to mention is that this conversation will only be audio recorded. So, feel free to 
turn off video cameras, because we will only be recording the audio stream.

Do you have any questions about the aspects mentioned before?

Do you give your consent? If you are ready, we may start, and I will also start the audio recording.

Who can you contact

You may ask any questions either now or later. Should you have any further questions, you can contact us 
by any phone at 0732451320 or by e-mail at monica.brinzac@publichealth.ro.

You are welcome to ask questions about any part of the research study. Do you have any questions?

Part II: Approval certificate

I have (been) read the information sheet and I agree with its contents.

I was invited to participate in the research study on the barriers encountered by disabled children and 
their families in accessing health services, as well as how were such barriers influenced / amplified by 
the COVID-19 pandemic.

I agree to participate in the said research study. 
(This section is mandatory)

I have read or been read the above information. I had the opportunity to ask questions 
about the said information and all questions I asked were answered. I hereby agree to 
participate in this study.

Date ___________________________

Information about the participants:

1. Do you live in an urban or a rural area and which is your municipality of residence?
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I. Introductory questions

1. What is the diagnosis for which your child receives medical care?

 a. How long has your child been diagnosed?

 b. How long has he/she been receiving medical care?

2. In general, what is your opinion on the quality of the specific medical care provided to your child? 
Can you describe your experience?

II. Questions about personal choices

1. Can you tell us if there are any specific types of medical care that you would have like to receive 
from the entity / organisation that provides treatment / medical services to your child? If yes, what 
kind and why?

III. Questions about the patients’ access to medical care facilities

1. How long does it take to get to your child’s attending physician? Can you describe the process?

2. Did you ever cancel an appointment with your child’s attending physician because you had no means to 
travel to the medical facility? How did you feel?

3. Can you describe the location where your child receives medical care?    Do you think it is adequate? (e.g. 
if ramps, lifts, medical devices, etc. are provided)

4. Did you feel that you were unfairly treated by your provider of medical services based on your child’s 
race, ethnicity or social-economic status? If yes, can you describe your experience?

5. Did you feel that you were treated differently by the medical team because your child has a disability? Did 
you feel marginalised? Were you treated any better? How would you describe the experience?

6. Based on your experience, how would you describe the process of accessing medical services before the 
pandemic? What about during the pandemic? (In particular during the state of emergency). What are the 
main differences?

7.  What were the main barriers you were confronted with during the state of emergency and alert?

8. Was your access to medical services facilitated in any way during the pandemic?

IV. Questions about the communication with health professionals

1. Thinking about your child’ current attending physician, can you describe your communication with 
him/her?

2. How accessible is for you the attending physician of your child? Do you feel that you can discuss with 
him/her your concerns about your child’s health?

3. Can you contact the doctor and talk to him/her between visits? Were you communicated explicitly or was 
it your interpretation?

4. How would you describe the relationship between the doctor and your child / teenager?

5. Can you describe what the doctor said about the treatment / medical services provided to your child? Did 
you receive enough information to understand the treatment administered to the child?
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V. Questions about the medical process: experiences, barriers and enablers

1. Can you describe the process you underwent to make an appointment for medical care and assistance 
suitable for your child’s condition? What were the steps you had to make? Was it difficult? Was it easy? 
How did you feel?

2. Can you describe your interaction with your child’s current / former attending physician? What about the 
nurses, technicians (e.g. orthoses / prothesis), nurses, etc.?

3. How was the process of making an appointment with your child’s medical team? (e.g. Did you feel 
comfortable? Did you receive explicit and concise information about the treatment? Were you given the 
opportunity to ask questions about the proposed treatment for your child? Were you informed on the 
benefits and risks of the treatment?)

4. Can you tell us if you felt that you could trust your child’s attending physician / medical team? What made 
you feel this?

5. Do you feel that there is something that prevents your child from receiving high-quality medical services? 
If yes, what?

VI.  Integration of medical services with other types of services (e.g. social, educational, etc.)

1. To the best of your knowledge, are there currently any partnerships between NGOs / organisations 
supporting disabled children and local / national medical facilities / social services? Why do you think 
this situation exists?

2. What would you think about a potential cooperation relationship or partnership between NGOs that 
support disabled children and medical facilities? [integration of medical services with other types of 
services, e.g. social, educational, etc.)]

3. To the best of your knowledge, are there currently any educational programmes that encourage the 
participation of all children and teenagers in inclusive education?

4. Does your child participate in such activities at the school / kindergarten / creche he/she attends?

5. Would, in your opinion, such initiatives (educational programmes) dedicated to disabled children of 
Romania have a positive impact?

VII.  Suggested improvements

1. What suggestions would you have for improving the medical services provided by the medical entity 
where your child receives treatment?

a. What changes would be useful in the current health system for children with particular disabilities? 
Can you tell us what changes would be useful in public policies and regulations? What about in the 
delivery of services?

b. Is there any information you would have liked to obtain at the right time from the medical / community 
team, yet you did not?
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VIII. Closing

Would you like to add anything about your experience with accessing medical services? Is there 
anything else that you would like to add?

Was there anything on your mind that you’ve been meaning to share during the interview? Any 
information I might have omitted?

Is there anything unclear or do you have any questions for me?

Thank you for participating in this interview!
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Annex 4 - Questionnaire for parents and caregivers of disabled children

Title of Study: Identification and description of barriers to accessing health services encountered by disa-
bled children and their families / caregivers in Romania.

I. Introduction:

This informed consent form has two parts:

•   Information sheet (providing you information about the study)

•   Approval certificate (to sign if you choose to participate)

Part I: Information sheet 

Introduction 

Together with office UNICEF, the Department for Public Health of the College of Political, Administrative 
and Communication Sciences of the Babeş-Bolyai University of Cluj-Napoca is carrying out a research 
study aimed at identifying and describing the barriers encountered by disabled children and their families 
in accessing health services, as well as how were such barriers influenced / amplified by the COVID-19 
pandemic. We believe that the information you hold is very valuable and would appreciate it if you would 
share your experiences and ideas. You need not decide today if you want or not to participate in the 
research. Before deciding, you may talk about this research to anyone you feel comfortable with.

Purpose of the research

The purpose of this study is to identify and describe the barriers encountered by disabled children 
and their families in accessing health services, as well as how were such barriers influenced / ampli-
fied by the COVID-19 pandemic. 

Type of research intervention 

This research entails you filling out a questionnaire, which will require about 15 minutes.

Selection of participants 

You have been invited to participate in this research because we believe that your experience as a legal 
representative of your child may contribute significantly to understanding and knowing the barriers 
encountered by disabled children and their families in accessing health services, as well as how were 
such barriers influenced / amplified by the COVID-19 pandemic. 

Voluntary participation

Your participation in this research is entirely voluntary. It is your choice to participate or not. You may 
change your mind at a later time and not participate, even if you initially agreed.

Procedure

A. Brief introduction to the format of the research study

You are kindly requested to help us to identify and describe the barriers encountered by disabled 
children and their families in accessing health services, as well as how were such barriers influenced 
/ amplified by the COVID-19 pandemic.
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You are invited to participate in this research project. Should you accept, you will be asked to answer 
questions meant to contribute to identifying and describing the barriers encountered by disabled 
children and their families in accessing health services, as well as how were such barriers influenced 
/ amplified by the COVID-19 pandemic

B. Brief description of the questions

If you don’t want to answer a question you can skip it and move on to the next. The information 
provided is confidential and nobody outside the research team will have access to the documented 
information. No personal data are collected, hence the information provided is anonymous, and 
your identification will be impossible. Your answers will be kept on media secured with a password 
and only be accessible to the main researcher. The collected information will be destroyed at the 
end of the project. 

Duration

The total duration of the research study is five months. It will take about 15 minutes to fill-out the questionnaire.

Risks

No risks are anticipated.

Benefits

You will not derive any direct benefit, but your participation will help us to learn more about the 
barriers encountered by disabled children and their families in accessing health services, as well as 
how were such barriers influenced / amplified by the COVID-19 pandemic. 

Reimbursements

You will not be offered any financial benefits for participating in the research.

Confidentiality

We will not share information about you with any person outside the research team. The information 
we collect in this research project will be kept confidential. No personal data are collected, hence the 
information provided is anonymous, and your identification is impossible.

Sharing of the findings

The impact of this study will be felt at the level of health policies, in particular but not limited to 
those covering the provision of health services in critical periods. This research will explore the gaps 
and shortcomings that the health system presents for vulnerable persons, disabled children and their 
families / caregivers. The data acquired in the study will then be available to substantiate the changes 
needed in the delivery of health services and in the manner in which we relate to such services. 
 
 
Right to refuse or withdraw

You don’t have to participate in this research if you don’t want to and your decision to participate will 
have no impact whatsoever on your job or personal life. You may drop out from the research at any 
moment, without any consequences.
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Who can you contact

If you have any questions or need clarifications, you can contact us by e-mail at:  
monica.brinzac@publichealth.ro

Part II  Approval certificate*

I have read the information sheet and I agree with its contents. I was invited to participate in the resear-
ch on the barriers encountered by disabled children and their families in accessing health services, as 
well as how were such barriers influenced / amplified by the COVID-19 pandemic. I agree to participate 
in the said study.

o	Yes
o	No

General information

1. Do you live in an urban or a rural area?

o	In an urban area
o	In a rural area
o	Other:  ___________________________

2. Which is your municipality of residence?

________________________________________________________________________________________________

3. What category are you in?

o	Parent
o	Tutor
o	Other: ___________________________

4. If you selected ‘other’, please detail.

________________________________________________________________________________________________

Introductory questions

5. What is the diagnosis for which your child receives medical care?

o	Associated disability
o	Psychic disability
o	Somatic disability
o	Mental disability
o	Physical disability
o	Visual disability
o	Hearing disability
o	Rare diseases
o	Diagnosed HIV / AIDS
o	Other diagnosis

mailto:monica.brinzac%40publichealth.ro%20?subject=
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7. If you selected ‘other diagnosis’, please indicate here the diagnostic for which your child receives 
medical care:

________________________________________________________________________________________________

8. How long has your child been diagnosed?

o	Less than one year
o	More than one year but less than five years
o	More than five years

9. How long has your child been receiving medical care?

o	Less than one year
o	More than one year but less than five years
o	More than five years
o	Other ______________________

10. In general, what is your opinion on the quality of the specific medical care provided to your child?

11. Please describe your experience.

________________________________________________________________________________________________

________________________________________________________________________________________________

Questions about personal choices

12. Can you tell us if there are any specific types of medical care that you would have like to receive 
from the entity that provides the medical treatment to your child?

o	Yes
o	No
o	I don’t know

13. If yes, what kind of care?

________________________________________________________________________________________________

14.  Why did you want to receive this care?

________________________________________________________________________________________________

0 1 2            3  4 

Not at all happy Very happy
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Questions about the patients’ access to medical care facilities

15. How long does it take to get to your child’s attending physician?

o	Less than 30 minutes
o	Between 30 and 60 minutes
o	Between 61 and 90 minutes
o	More than 90 minutes

16.  Please describe the process you undergo to see your child’s attending physician.

________________________________________________________________________________________________

17. Did you ever cancel an appointment with your child’s attending physician because you had no means to 
travel to the hospital / clinic?

o	Yes
o	No
o	I don’t know

18. Is the facility where your child receives medical care accessible to disabled persons?

o	Yes
o	No
o	I don’t know

19. If you answered NO to the previous question, please tell us what the missing accommodations are.

________________________________________________________________________________________________

20. Did you feel that you were treated differently by the medical team because your child has a disability?

o	Yes
o	No
o	I don’t know

21. In general, what was the attitude of the medical personnel to you and your child?

22. Please tell us why you selected this option for answering the previous question.

_____________________________________________________________________________________________

23. Based on your experience, how would you describe the process of accessing medical services 
before the pandemic?

0 1 2            3  4 

Totally unsatisfactory  Completely satisfactory
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24. What about during the pandemic? (In particular during the state of emergency)

25. Which were the main three barriers to accessing medical services you were confronted with during 
the state of emergency?

________________________________________________________________________________________________

26. Which are three main differences in the process of accessing medical services before and during 
the pandemic?

________________________________________________________________________________________________

Questions about the patient-doctor communication

27.  Thinking about your child’s attending physician, can you tell us how happy you are with the com-
munication with him/her?

28. How accessible is for you the attending physician of your child?

29. Do you feel that you can discuss with him/her your concerns about your child’s health?

o	Yes
o	No
o	I don’t know

30.  Can you contact and discuss with the doctor between visits?

o	Yes
o	No
o	I don’t know

Very easy to access

0 1 2            3  4 

Very difficult to access

Very easy to access

0 1 2            3  4 

Very difficult to access

0 1 2            3  4 

Not at all happy Completely happy

0 1 2            3  4 

Not at all accessible Completely accessible
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31. Did you receive enough information to understand the treatment administered to your child?

o	Yes
o	No
o	I don’t know

Questions about the medical process: experiences and barriers

32. How difficult was it to make an appointment for medical care and assistance suitable for your child’s 
health problem?

33. How was the visit at your child’s attending physician?

34.  Do you trust your child’s attending physician?

o	Yes
o	No
o	I don’t know

35. Do you feel that there is something that prevents your child from receiving high-quality medical 
services?

o	Yes
o	No
o	I don’t know

0 1 2            3  4 

Very easy Very difficult

Examination 
in general

Communication 
during the 
examination

How 
comfortable 
did you feel?

Very 
satisfactory

Very 
unsatisfactorySatisfactory UnsatisfactoryNeutral
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36. If you answered ‘yes’ to the previous question, please tell us what exactly you feel that is preventing 
your child from receiving high-quality medical services.

________________________________________________________________________________________________

37. Is there any information you would have liked to obtain at the right time from the medical / com-
munity team, yet you did not?

o	Yes
o	No
o	I don’t know

Integration of medical services with other types of services (e.g. social, educational, etc.)

38. To the best of your knowledge, are there currently any local / national partnerships between NGOs / 
organisations supporting disabled children and hospitals?

o	Yes
o	No
o	I don’t know

39. To the best of your knowledge, are there currently any educational programmes that encourage 
the participation of all children in inclusive education?

o	Yes
o	No
o	I don’t know

40. Does your child participate in such activities at the school / kindergarten / creche he/she attends?

o	Yes
o	No
o	I don’t know

41.  Would, in your opinion, such initiatives dedicated to disabled children of Romania have a positive 
impact?

o	Yes
o	No
o	I don’t know

Suggested improvements

42. What suggestions would you have for improving the medical services provided by the medical 
entity where your child receives treatment?

________________________________________________________________________________________________
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43. What changes would be useful in the current health system for children with particular disabilities?

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________


