CESTA DOMU IN 2024

Foreword

The journey through 2024 was, I would say, unusually adventurous for Cesta domt. Major personnel
changes have brought us many new challenges, but also opportunities and discoveries. We proved that
when we have a common goal and mutual trust, our patients can continue to receive the best we can do.
In 2024, we have learned many new skills, discovered new sources of support and strengthened
valuable relationships across our teams.

We have had the opportunity to experience moments of emotion, anxiety and uncertainty, as well as
feelings of hope, enthusiasm and great gratitude. That we continue to find our work fulfilling, that we
touch the essence of human life in the families of our patients, and that we have the support we need



from our colleagues in all teams and on the Board. We simply have each other. Just because we have
each other. Last but not least, we have our wonderful donors, whose trust we deeply appreciate.

The year 2024 has come to a close and we look forward with great anticipation to what the next year
will bring. With new leadership and renewed enthusiasm. Thank you to everyone who has been with us
on our sometimes steep and winding, but always rewarding, journey.

Katarina VI¢kov4, Chief Medical Officer

The 2024 report is accompanied by quotes from Zuzana C., a long-time Czech resident of the United
States, who learned of her mother's serious diagnosis during a visit to the Czech Republic in the
autumn of 2023 and used almost all of Cesta dom1i services in the months that followed. A year after
her mother's death, Zuzana recalls the time of her mother's care, her experience of the whole situation
and describes the death itself, which came at an unexpected moment, in the presence of our volunteer.
You can read the full text on our website Umirani.cz.

The author of this year's illustrations is Dan Verner, who has developed a characteristic motif for us —
the motif of journeys.


https://www.umirani.cz/clanky

The Mission of Cesta domu

* Cesta dom is a non-profit organisation that publicly promotes the acceptance that dying is a natural

part of life.

* Cesta domt provides multi-professional services to the terminally ill and dying children and adults in

their natural environment and offers support to their families.

* Cesta domt works for social change to enable people to live to the end of their lives where they
choose, with the support of specialist palliative care if they need it.

* Cesta dom is independent of the state, political parties, churches and private organisations.
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For those who find themselves in an unfavourable situation

My mother was healthy all her life, she just had a small operation, she had gallbladder problems.
And it turned out it wasn't the gall bladder — she was diagnosed with pancreatic cancer. That was
in September, my mum was still feeling well and decided not to have chemotherapy so she could
have the best rest of her life and enjoy it to the full. My intention was to stay with her and allow
her to be at home as long as possible, preferably until the end. On the advice of a friend, I
contacted Cesta domii and was very pleased with the information they gave me — It looked like
what my mother and I had wanted was possible. Apart from fatigue, my mum has not felt bad so
far, she has been monitored in the oncology department and we have not needed anything from
Cesta domu so far. It was important for me to know that we had a plan for the future and who we
could turn to if we needed to. It gave me strength and confidence that my mum and I would get
through this.
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For many people, the first point of contact with Cesta domi is the helpline. They can discuss options for
caring for themselves or a loved one at the end of life with their staff by phone, in person or by email.
Counsellors guide people through care planning and provide contacts for available services across the
country. They are trained social workers or psychologists with training in crisis intervention, and also
work with clients' emotions, looking for ways to help them cope psychologically with the difficult
situation. They provide support for patients coping with a serious diagnosis and offer advice on
communication within the patient's family. Last year, 4,127 of these consultations took place and staff
spent 1,192 hours on them. Part of the counselling was conducted in English.

In the counselling room, the vast majority of calls are one-offs; we enter the story very intensely,
like when a train passes you and you see part of the story in the window, but most of the time we
don't know how the story ended, we don't have continuity. (Petra Cernd, Head of the Counselling
Centre)

The counselling team processes and updates the information on the Umirdni.cz portal and adds new
topics; in 2024, it significantly expanded the section dedicated to the rights of terminally ill patients
and their relatives and to end-of-life care decisions. In 2024, a regularly updated directory of services in
the Czech Republic and Prague was linked to the Zachranka mobile app, where these contacts are
available to the public under the Palliative Compass icon. Paramedics can now find them in the
MedText app.

The Umirdni.cz website is a palliative care first aid tool, for example when it is difficult to
communicate about the illness within the family. (Petra Cernd, Head of the Counselling Centre)


http://www.umirani.cz/

The Umiréni.cz portal also allows people to ask questions in the online counselling room. Questions are
handled by the counselling staff together with colleagues from Cesta domu and external experts. In
2024, 682 questions were answered.

 The Counselling Centre is managed by Petra Cerna.

For long-term carers

Caring for a sick person 24 hours a day is very exhausting. I really wanted my mum to be at home,
and I wanted to do everything I could to make that happen. But it was also important for me to
know that if I needed a break, there were services available and that I could put my mum in
residential respite care for a week, preferably at Cesta domi, if a place became available. I was
very grateful for the opportunity to take care of myself, to rest and regain the necessary energy to

continue caring for her at home.

We support people to maintain their natural attachments and help them to live in the environment they
are used to. In the demanding care of a bedridden person with a long-term illness, Cesta domu respite
services at home can help, allowing carers to have time for themselves and to arrange everything they
need. In 2024, outreach workers visited 30 permanent long-term clients, some of whom they have been
visiting for several years, to help them with self-care or to maintain their skills and interests through
activation activities. The outreach workers have part of their capacity reserved for home hospice and
palliative care patients. In total, fieldwork assistants provided 5,795 hours of care to long-term clients

and home hospice patients.

In the residential service, which we provide in four single rooms, we cared for 49 clients during the
year, who spent a total of 128 stays there, and assistants gave them 5,070 hours of direct care. The
average length of stay was 10 days. Fourteen clients used both outreach and residential respite
services. Compared to previous years, there was an increase in the number of middle-aged clients (35-
65 years old) using respite services, and assistants also cared for two child clients. In the afternoons,
evenings and weekends in particular, the Cesta domt volunteers were also involved in care, spending a
total of 791 hours with clients.

I'like the fact that our team is stable in terms of full-time staff, but thanks to the additional part-
time and contract staff who also attend meetings and supervision sessions, new visions and ideas

are constantly being brought to the team. Martina Tesarova, Head of Respite Services

Our course, combined with our How to Care for Your Loved One training, can also provide help and
advice. Regular one-off meetings led by respite care assistants offer the opportunity to share
professional experience with other carers. 55 people received the training course in 2024. Home care is
also supported by a series of videos freely available on the Cesta domu website, and advice and
contacts can also be found on the Umirani.cz portal. Books and brochures published by Cesty domt can
be useful. Carers from all over the country can also contact the Counselling Centre and, if there is


http://www.umirani.cz/

sufficient capacity, the Cesta domti Compensatory Aids Rental Service — which handled about 10 per
cent of its business in 2024 - also handles requests from the public.

I loved the course, the ladies were amazing. You are a team of people in the right place and a
great support for the sick and carers. (Course participant about the How to care for your loved
ones course)

1 Martina Tesafova is the Manager of the Respite Services team. Home services are

coordinated by Petra Rendlova and residential services by Romana Giovagnoniova.

For the dying and their loved ones

In December my mother's condition began to deteriorate and, following a joint agreement, we
activated the care order and a doctor came to see us. The end of a loved one's life was a new
experience for me and it was a relief to know what to do and what to expect. Whenever I had any

questions, I could call Cesta domii during the day and the nurse would advise me. It made me feel

that I wasn't alone in my mother's dying.




In 2024, Cesta dom cared for 517 patients on an outpatient basis — after a doctor's visit, usually at the
patient's home, carers could telephone the nurse on duty at the outpatient clinic to discuss any changes
in the patient's condition. There were 712 outpatient medical consultations. The Outpatient Palliative
and Supportive Care has proved to be the place to receive and assess requests for Cesta dom health
services - 1,123 of these were received during the year. Outpatients and their families also had access to
the equipment rental and the counselling centre to help with non-medical issues such as managing
carer's allowance, finding a care service or considering inpatient hospice services. Some of the patients
were transferred to home hospice care when their condition deteriorated, with 193 patients in 2024.
More than a quarter of patients were able to die at home without using hospice services, thanks to the
support of their doctor during an outpatient visit and telephone consultations.

In January, my mum was admitted to a home hospice. It was a great support for me to be able to call
Cesta domu for advice when I didn't know what to do. We sorted a lot of things out on the phone and

when we needed to, they came to see my mum.

Cesta domi's multi-professional home hospice service cared for 495 dying people during the year,
including six children. We had adult patients in hospice care for an average of 13 days, most often only
two days - 130 patients were in our care for 3 days or less. We cared for paediatric patients for an
average of 56 days. The end of the year marked ten years since Cesta domt began providing systematic
care for paediatric patients in 2018, not only in Prague but throughout the Central Bohemia region. In
ten years, we have supported nearly 80 families caring for a child with a life-threatening or life-limiting
illness. In 2024, the medical team included four external paediatricians, which enabled us to provide
palliative care to paediatric patients with a wide range of diagnoses.

Some patients are referred to home hospice care by paramedics: Cesta domt has a long-standing
cooperation with the Prague Emergency Medical Service under the Palliative Care in Emergency
Medicine project When an ambulance crew arrives at a patient referred for palliative care, they can
contact Cesta domt. In 2024, there were 10 patients who would no longer benefit from acute hospital
care and could die comfortably at home thanks to urgent admission to home hospice care.

If the ambulance crew identifies a palliative patient according to the Rapid-PCST protocol and
we have free capacity for admission, we will provide follow-up care. The paramedics on site will
secure the patient pharmacologically, support the family and we will arrive within two hours to
start the home hospice service. This creates more demands on rescuers and our medical team, we
need to be able to respond flexibly. (Pavel Klimes, head of the nursing team)

The medical team at Cesta domi was able to care for a maximum of 25 patients at the hospice at any
one time. This number may have been reduced due to the care of paediatric patients with longer
journeys or due to staff shortages. In the middle of the year, the facilities for the medical staff were
improved, the medicine store was rebuilt and the storage and work areas for the preparation of medical
supplies were enlarged.

I was pleasantly surprised by all the professional services that Cesta domu offers to people in
hospice care. I really needed someone to talk to about my situation. I had discussed the situation

a lot with my partner and friends, but I also knew how devastating it could be for everyone. The



help offered by the expert was very important to me; it was great to have someone I could confide
in about my fears and feelings, who knew what to prepare for and who gave me the confidence to

deal with the situation. I am very grateful for this opportunity.

The psychosocial support workers on the Cesta domt team travel to the homes of outpatients and
hospice patients to help with social issues and offer supportive conversation to those who are ill and
caring for them. The team also includes a chaplain who, in addition to visiting patients' families, also
visits clients of the residential respite service. The support team made 590 visits to patients during the
year and had 486 supportive and social conversations by telephone or electronically. In total they spent
1,298 consultation hours with clients.

Hospice staff also went to the homes of hospice patients in 2024 to bring equipment. The most common
items they brought were adjustable beds, anti-decubitus mattresses and oxygen concentrators. They

made a total of 605 trips throughout Prague.

117 home hospice patients were registered with the services at home during the year, and the assistants
also visited hospice patients at weekends.

For clients in hospice care, we mainly help with hygiene. We come for short visits, usually an hour.
We also try to educate and support the carers, who are often new to the situation and need to get
up to speed quickly. For some hospice patients we make only one or two visits, for others we stay
for days or weeks and are present for the changing health and moods of the whole family. This
puts a great demand on the transfer of information between assistants. We are very happy to be



able to work with other members of the multidisciplinary team - it adds complexity to the care of
the frail dying and gives us someone to lean on and consult with in the field. (Petra Rendlov4,
Coordinator of the Field Respite Services)

We started to talk about me and I realised that I was doing nothing for my health, working from
my home office at night and looking after my mother, cooking and running the household during
the day. I couldn't find a moment to sit in the sun and relax. It was literally a carousel you
couldn't get off. And then Cesta domu offered me the use of their volunteers. They can come for a
couple of hours and I'll have time to go for a walk, run errands, take care of important things. If
Mum needs anything, she won't be home alone. So I soon arranged for my first volunteer. It was
very nice, I was able to go out for two hours to the fresh air, take a walk, clear my head and let my
emotions out.

The volunteers, who have undergone several months of training combined with practice and are
therefore able to visit patients at home and replace carers for a period of time, spent 347 hours with 40
patients during the year. Most patients were visited only once, with the highest number of visits per
patient being 7. About half of the agreed visits were cancelled due to the death of the patient.

The second time, Adriana came. It was in January and it was freezing, Adriana came wrapped in
a scarf. She was very nice, sympathetic, I introduced her to my mother and I went shopping.
Adriana had been to San Francisco once and my mother knew Frisco, they talked about these
places, it was nice. I went to pick up our lunch and buy something, when I came back, I ate with my
mum and we agreed with Adriana that I would lie down in the next room for a while and listen to
classical music on my headphones - I couldn't afford it otherwise, I still had to hear my mum. A
little while later Adriana came and tapped me on the shoulder and said: “Susan, mother is not
feeling well.” I immediately got up and ran to my mother, who said: "Susie, I'm so sick, I think I'm
going to die.” I replied: "Don't worry, mum we'll see how you are. But if it's your time, it's okay too,
we're together, that's the most important thing”. But I was very startled. Mum was restless, she
wanted to sit in the kitchen for a while, she wanted to sit in the living room for a while, she was hot
and she was having trouble breathing. On Adriana's advice, I called the paramedic from Cesta
domii, and he promised to come. It took him about 40 minutes to get to us and in the meantime my
mother was dying - I didn't know it at the time. She was getting worse. I asked Adriana with my
eyes if she was dying, and she confirmed it. She reassured me, put her arm around my shoulders
and said: "It's going to be okay.” Then Mum decided she wanted to go into the bedroom and I took
her in the wheelchair. Then, sitting in the bedroom, she said to us: "My girls, you are so good to be
here with me.” She always made a bit of fun of everything, she would ask: "Can you hear it rattling
inside me? It's over.” I've read a lot about dying, I've talked about it with people from Cesta domii,
but when you're experiencing, it's still an unfamiliar situation. Adriana's presence gave me the
certainty that this was dying and that it was happening right now. I said: "Mummy, I love you so
much, we will always be together”. And my mother kept repeating: "She put her finger to her mouth
as if she heard voices in the distance, as if someone was calling her. She didn't want me to sing to
her, she wanted silence... Finally, she decided to sit in her favourite chair. We spent the last half
hour of my mother's life wandering from room to room looking for the right place where she would
be comfortable. So I pulled in a big armchair, she sat in it, it was the last moments of her life. I



knelt down beside her, put my arm around her shoulders and she put her head on my chest. I
stroked her and told her how much I loved her. My mother died in my arms, surrounded by love and
tenderness, listening to my heartbeat. She gave me the most beautiful gift of being together in that

precious moment. Adriana was with us all the time, embracing us. She continued to be a great

support and helped me prepare my mother for her final journey.

From the volunteer's entry: The service seemed completely seamless, in a fragrant, cosy, warm
home. Mrs L. was still walking alone, only with the help of an accompanying hand, she seemed
well, conscious, calm. Her daughter Zuzana is a very pleasant, kind and helpful lady. After
chatting for a while, Zuzana went to get lunch first and then to do some errands and go for a walk.
Mrs L. was napping and we occasionally exchanged a few sentences. A visitor came to see her, a
very nice nurse who had looked after her before, and the three of us had a chat. Zuzana came back
at half past one and said she would serve lunch to her mother and then rest for half an hour with
Chopin in her ears before I left. At 1.40 pm her mother suddenly felt sick, she wanted to see her
daughter, so I had to pull her out of her rest. It was clear that mum was sick. We gave her a
painkiller. At 1.55 pm, Zuzana called Cesta domii to ask someone to come and see her mother
because she was really sick. Mrs L. became pale and restless, then she felt hot, she probably had a
fever, her restlessness increased from minute to minute, she kept demanding something. Her
daughter and I were there listening to her and tried to calm her down. We were both calm and
matter-of-fact. We were in complete agreement and proceeded hand in hand, without words. The
situation was getting worse and we knew that she was dying. Mrs L. was also aware of this. At
2.45pm, at the exact moment the nurse rang the doorbell, the lady stopped breathing and we held
her in our arms.

1 Owur medical team consists of regular and emergency doctors and nurses. Nurses are led by
Pavel Klime$ and the doctors by Katarina Vlékova. Jan ToSovsky is responsible for the



equipment rental and Pavel Duba is the head of support services.

For the grieving

Cesta domu helped me a lot even after my mother's death. At first I had weekly consultations,
Jindriska Prokopovd guided me through what I was going through, and thanks to her I realised a
lot. She was a pivotal point in my whole mourning process, without her it would have been much
worse. After that, we talked on the phone from time to time for about six months, and our
conversations put me on the right track. So instead of being sad about my mother's death, I
learned to take it as a gift that I was able to experience it, and it enriched me a lot for the future.

My mum is an everyday part of my life; I think that if you remember a person with love, they stay

with you forever.

The bereaved caring for a dying person with the help of Cesta domi Home Hospice received 931

consultations from the support team during the year. Psychosocial workers have also responded to the
speed and short duration of hospice care, and the proportion of consultations after a patient's death is
increasing. Some of the bereaved relatives of outpatients were offered support by the counsellors. For
them too, bereavement support is an increasingly important part of the agenda. Bereavement support
is available to anyone in the country who needs it, either through regular telephone calls or visits, or in
the form of more continuous support, where one worker sees the client by appointment and their
contact can last for up to a year. In 2024, the Counselling Centre supported 128 bereaved, including



people whose loved one was dying (and who were experiencing anticipatory grief), or parents whose
baby had died during pregnancy, childbirth or shortly afterwards. Since 2019, when the Counselling
Centre started to systematically support bereaved people, the number of consultations has increased

sixfold.

Clients contacted the Centre at different stages of grief, most often very soon after the loss of their
loved one. These included sudden, unexpected, violent deaths or the death of a child, where staff
provided crisis intervention and stabilised the client, usually immediately or very soon after learning of
the death. If the situation required it, counsellors visited the client at home or elsewhere outside Cesta

domi.

We also advise the bereaved on legislation and administration, familiarise them with what such
a bereavement can look like, what the timeframe can be, reassure them that what they are
experiencing is normal - they often come with misconceptions about the process and intensity of
the bereavement and with concerns about whether what they are experiencing is normal. Grief is
very individual, we are all unique and we grieve in a unique way. (Petra Cerna, Head of the

Counselling Centre)

For the first time in 2024, counsellors also offered a support group for parents who had experienced a
perinatal loss, i.e. the loss of a baby during pregnancy, at birth or shortly after. Other Cesta domt
support groups were run on a regular basis by our support team. In 2024, there were eleven
bereavement evening meetings, five meetings for older children and teenagers who had experienced
the loss of a loved one (a parallel meeting for their parents was held during the first and last term) and,
in collaboration between the support team and the Counselling Centre, two group meetings for parents
whose child had died were held. In November, the annual memorial service was held, where the
bereaved can meet staff from all Cesta domt services. At the beginning of the year, we also offered
groups for those who had to cope with the tragic events at the Faculty of Arts of Charles University at
the end of 2023. Around 180 people attended all the sessions, including 40% of those who had no
previous experience of Cesta domu services. Some of the meetings were also attended by external
experts.
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For professionals

I'was absolutely amazed at how well you communicate in your organisation, how sophisticated
your system is. What I take away is the drive for better organisation and communication in our
multidisciplinary team. (trainee)

It was useful to see the background of Cesta domii and how the whole organisation works. I was
also pleasantly surprised by the care given to volunteers and bereaved families. Your library is
admirable and I like your publishing activities. (trainee)

During the year, 68 trainees, including 27 paramedics from the Prague Emergency Medical Service as
part of the Palliative Care in Emergency Medicine project, gained experience of Cesta domt in the most
direct way. Experts from various specialities spent a total of 140 days with us. Practical examples were



also part of the courses to which we invited doctors, nurses, social workers, psychologists, carers, but
also lawyers and members of management. A small number of training sessions were held online, for
example a series of 10 webinars for doctors. New to the programme were a workshop on relaxation
techniques specifically designed for carers, a course on first psychological assistance and a seminar on
advance healthcare directive and other legal tools useful at the end of life. In total, almost 1,500
professionals attended the courses, most of them accredited. The most popular courses were the
seminar on giving bad news, prepared by Cesta domi support team, and the course on psychological
first aid. There was a great demand for turnkey courses, especially practical ones for social workers,
but also for a seminar on communicating with children about difficult topics, which was ordered by a
hospice for its staff or a university for its students. In total, we worked with teams from 11 organisations

working in social services or schools.

Doctors and nurses from Cesta dom, the Support Team, Counselling Centre and Services at Home and
Respite Services were involved in delivering the courses. They gave nearly 220 hours of presentations
to participants in seminars and webinars. A further 71 hours were spent at educational and professional
outside of Cesta domt, such as a workshop prepared for the Institute for Mother and Child,



presentations at the 15th National Conference on Palliative Medicine in Olomouec, or at the conference
of the St Stephen's Hospice in Litomé&fice on bereavement care for children, or a panel discussion at the
Family Policy Forum conference.

Je smrt Skolou povinna?
Téema zaveru Zivota do Skol patri

The two-year project of Cesta domt Should death be discussed at school - the end of life in Czech
schools culminated in a discussion in front of a packed audience at the Bio Oko cinema in Prague in
March. The project was implemented thanks to the support of the OSF Foundation under the Active
Citizenship Fund programme. The theme of the discussion, and of the project as a whole, was
communication about the end of life, death and bereavement in the school environment and support for
teachers in guiding children and young people safely through these issues. Three experts and a teacher
facilitator shared their experiences of dealing with situations where a member of the school team dies,
someone becomes seriously ill or loses a loved one. They explained where to get help, what rules to
follow and how to prepare for such situations by incorporating the topic of death into regular lessons
and creating an atmosphere in which pupils can share their fears and concerns. All visitors received a



new publication from the Cesta domt publishing house: Should death be discussed at school...?!, a
journalistic booklet with interviews, texts by experts and contacts. A recording of the discussion is
available on Cesta domi website and has been made into a podcast called Teachers’ Talks.

We have also added a free e-learning video course called Life has a beginning and an end. Those
interested can find out what children of different ages think about the end of life, how they experience
dying and bereavement and whether we can effectively help them with their grief, or what a crisis plan
might look like in the event of a death at school. These issues are also the focus of the experiential
seminars for teachers that we run throughout the year at our training centre and at educational
conferences or in schools. Nearly 100 teachers, educators, students, school psychologists or leisure
educators have taken the course. The course was also made available online and 37 people participated
in the interactive webinar. The version for school principals was attended by 37 school managers.

We knew from research (STEM/MARK, 2021) that teachers want to talk about death in schools,
but they do not know how to do it, they do not feel competent. One of the barriers is the fear of
facing their own mortality. So they often came to our workshops with apprehension. In the end,
however, they left with a different view, with courage and the conviction that even difficult

situations can be overcome. (Martina Tesafov4, lecturer of programmes for teachers)
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Talking About the End of Life and I Know How to Take Care, I Am Not Afraid to Help are workshops
attended by nearly 100 primary and secondary school students and their teachers in 2024. The



programme is prepared for one class at a time by Counselling Centre, Respite Services and Education
staff with the help of volunteer tutors. Pupils experience how they can be involved in caring for a
seriously ill person and how compensatory aids function; they discuss their feelings about the end of
life and learn how Cesta domt works. We also worked with 20 high school students in the Social and
Counselling Work in Hospice Care programme. And we have taken our experience abroad, welcoming
social work students from Austria and medical students from the USA.

How old was the oldest person you looked after? And how old is the youngest? Where do you cook
for these people? (from questions asked by pupils of primary school)

In September we opened a new charity shop in Zitn4 Street in a house owned by the Olga Havel
Foundation - Committee of Good Will. Cesta domti now has three shops in different parts of Prague
where customers can find our books and stationery, design items from local manufacturers and
selected second-hand goods that we receive as donations. The shops also serve as meeting places to
raise awareness of end-of-life care, death and bereavement, and to promote our services. In 2024, the
total turnover of stores, e-shops and book distribution reached CZK 10,939,274, an increase of more
than 20% compared to the previous year. In the stores, customers meet Cesta domu volunteers, whose
team was expanded by 16 newcomers in connection with the opening of the new store, with a total of

4,174 hours of work in the stores.

We offer new pieces every day, which attracts customers who love to discover treasures. They can
find quality items at reasonable prices, and they know that their purchase supports a good cause.
For many, the environmental dimension is also important - we give things a second life and

promote sustainability. (Ondrej Tesaf, Head of Stores)
Beware, volunteering in the shop is highly addictive! (volunteer)

The opening of a new shop in a tourist location was accompanied by the introduction of a new range of
stationery and a new series of postcards and greetings cards with Prague motifs, designed by Dan

Verner, the illustrator of this publication. The wide ran|||| G



