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Gaudia proti rakovině, o.s.
Civic association providing psychotherapeutic and social services 

and supplementary treatment methods for oncology patients 

and their relatives and other close persons

The objective of the Association is to make psychotherapy and social consultancy services available for oncology patients as well as their relatives and other close persons. We are convinced that diseases are somehow related to how the affected people live, how they treat themselves and think about themselves. If they are to be healed, these circumstances need to be changed.

In its projects, the Association builds on its experience of several years in the area of psychosocial care of oncology patients. 

In 2009, we were able to expend our services significantly by starting cooperation with another organization, Královské Vinohrady University Hospital (FNKV). We also kept on providing the established services. 

The results and progress of our projects are detailed below. 

The main goals of the Association for 2010 are to maintain the scope and quality of services, to develop them further, to secure financial stability of the association and to plan further projects related to indirect support of patients – supervision and training activities for medical staff. 

Healthcare project

Complex Psychotherapeutic and Support Care for Oncology Patients and Their Close Persons
Project implementation

The project Complex Psychotherapeutic and Support Care for Oncology Patients and Their Close Persons builds on projects implemented since 2005. The goal was to revive these efforts and to provide complex psychotherapeutic, consultancy and support care not only for oncology patients but also for their close persons. This goal was fulfilled. Furthermore, in 2009 the Association obtained a grant from the U.S. Briston-Myers Squibb Foundation for the project Field Psychosocial Services for Oncology Patients and Their Close Persons and could develop its services even further. By merging these two projects, we could interlink the services and create a new concept of the project for 2010 so that it covers the needs of the patients and the partner institutions more efficiently. 

The services could be extended in 2009. An important milestone was the introduction of our services in the Oncology Clinic of Královské Vinohrady University Hospital in Prague.  

We also successfully capitalized on our practical experience with providing care when implementing research and methodology tasks – training for medical staff, lectures and cooperation with the educational group Gaudia-ISZ Praha. The results were continuously published. 

Both outpatient and inpatient services were provided (see Project Impact on the Target Group for details).

Furthermore, during 2009 we deepened our cooperation with the hospital Milosrdných sester sv. Karla Boromejského (NMSKB) in Prague where we offered supportive psychotherapeutic interviews, emergency interventions and ongoing supervision interviews with the hospital staff, which could indirectly influence the condition of the patients. 

We kept on working with civic associations like Amélie, Alen, Fit Ilco Prague, Mamma Help etc. so we could complement each other’s services and offer a rich scope of services for oncology patients and their close persons in Prague. 

Of much importance is also our cooperation with the psychotherapeutic and educational group Gaudia-ISZ Praha, which helps us use our experience in order to develop methodology for training new psychotherapists.

There is a significant inflow of clients, in particular from the following quarters: Prague 3, Prague 2, Prague 1, Prague 10, Prague 6. 

The funds were used to secure the continuous implementation of the project. Specific expenses that were incurred in relation with the project are in the overview of accounts. As the Association was able to obtain a certain part of the planned funds for the project implementation, the budget had to be adapted to the needs of the project. 

The funds were used for the project purpose – and therefore for the benefit of the clients – to the highest possible degree.

To summarize, the project fully reached its objective, and no changes were made during the implementation. What is more, thanks to the aforementioned link with another project, many new clients were included and the services were launched. 
Several kinds of services were implemented:

· Outpatient care – clients were approached after inpatient care; our services were recommended to them, or they found us independently after reading our leaflets in their physician’s waiting room, in our partner organizations or in the Internet. Upon mutual agreement, clients were offered psychotherapy or consultancy, and emergency interventions. The care was provided by a team of psychotherapists. Coordination as well as administrative functions were secured by a half-time assistant based on an agreement to perform work. Services improving the physical condition of clients, such as massages or exercises, were offered as well. The administrative functions were secured by a coordinator. 

· Inpatient care – in 2009, we started cooperating with the Oncology Clinic of Královské Vinohrady University Hospital.  We kept on providing our services in the hospital Milosrdných sester sv. Karla Boromejského in Prague. In both institutions, we offered supportive psychotherapeutic interviews, emergency interventions and mediation. Outpatient services for clients were introduced in the hospitals. Clients sent to outpatient care could remain in our care and keep on attending psychotherapeutic sessions in the hospital and. The best time for the therapy seems to be the time the patient spends waiting for the treatment. An integral part of our work was the supervision of the hospital staff in some departments. These services turned out to be very important. Quite frequently, direct contact took place in the period in which clients need our services most (learning about the diagnosis, surgery, a new situation in the client’s life – colostomy, breast ablation). The cooperation with the hospital staff improved the treatment process and helped the patients adapt to a new situation. 

· Education of medical staff and psychotherapists – based on experience gathered during project implementation, we organized seminars and lectures on psychology and psychotherapy for oncology patients. Thanks to the cooperation with Gaudia-ISZ, psycho-oncology topics were included in the training programmes for psychotherapists. Team members also regularly participated in expert conferences and lectures on oncology. Thanks to this, the association presents a stand-alone project related directly to the training and supervision of medical staff in the field of oncology.

Project results:

· Qualitative results:

Number of interventions in 2009
	Activity
	Number of interventions

	
	

	Outpatient services in the GPR centre
	13

	Services improving physical condition of clients in the GPR centre
	20

	 
	 

	NMSKB
	 

	Outpatient care
	24

	Inpatient therapy
	406

	Staff supervision
	78

	 
	 

	 
	 

	FNKV
	 

	Outpatient care
	123

	Inpatient therapy
	166

	Staff supervision
	39


Other tasks of our employees in 2009

	Activity
	Number of hours

	Team supervision
	 20

	Individual supervision
	 56

	Expert councils
	 36

	Team conferences
	 100

	Seminars, presentation of the association
	 38

	Miscellaneous (writing reports, articles, preparing events...)
	 80


· The qualitative results of the project were evaluated during project implementation. We consider the following important: 

· Extension of the project in other institutions

· Development of outpatient therapeutic services in hospitals

· Securing follow-up projects, and creating a new concept of projects. This concept maintains the services but emphasizes supervision of staff in direct care. The new concept also presupposes the development of a new branch in Brno.

We also emphasize the utility of timely intervention directly at the bed of the patient when the help is needed most.  

The assumption on the appropriateness and importance of these services directly in the healthcare facility was confirmed. Our services did not replace services paid from the general health insurance (psychological and psychiatric examination), though. 

Unfortunately, the Association was not able to provide services for other institutions because there was not enough staff that could be paid from project resources.

Plan for the next period; project goals
The Association will continue to develop the link between psychotherapeutic, consultancy and support services for oncology patients, their relatives and close persons. We will try to improve the quality of life of oncology patients by helping them handle their difficult situation and by influencing their attitude to the disease and treatment. 

We plan to develop the support of the treatment and healing process in the partner healthcare institutions.

The new project concept only presupposes changes in the supervision and training of the staff. In providing services for clients, we employ established and time-proven procedures. 

Social project
“Field and Outpatient Social Services for Oncology Patients and Their Close Persons”

The purpose of the presented project was to offer sociotherapy and psychosocial services with focus on support of oncology patients, their relatives and close persons, and to interlink outpatient and field services.
An important change compared to the presented project was the extension of our services to Oncology Clinic of Královské Vinohrady University Hospital. The reason was a parallel implementation of two projects: of the presented social project and of the project Field Psychosocial Help for Oncology Patients and Their Close Persons where similar services were offered as in the proposed social project. This link made it possible to stabilize and to further develop services (extension to more hospital departments) in the hospital of Milosrdných sester sv. Karla Boromejského. In June, the therapist of this project started providing her services in the specialized Oncology Clinic of Královské Vinohrady University Hospital. In 2010, these two projects will be merged, and the Association will try to keep outpatient as well as inpatient services in both hospitals. 


By and large, the demand for this kind of services grew thanks to the cooperation with healthcare institutions and oncologists. Clients now have an easier access to our services, which have been extended, and they are not afraid of using them thanks to being in touch with the field worker in the healthcare facility. 

The statistics of clients is compiled by means of hospital records and entries in the register of clients, which is also maintained by the hospital. 

In this project, 387 therapeutic interventions with clients and 58 supervision interventions with staff were conducted. Furthermore, our work consisted in administrative activities related to patient care, communication with partner institutions, and Internet and phone communication. 

The project goals were basically fulfilled, and thanks to the link with a similar project (see above), we could introduce sociotherapy in another healthcare institution. In hospitals, our services have been evaluated as very beneficial – not only for clients but also for the staff. The budget situation did not evolve as planned, however. The services were somewhat restricted because the therapist started working half-time instead of full-time, as planned. In order to guarantee the continuity of services, the therapist was paid from the resources of another project in December 2009, which decreased the number of interventions provided in 2009. The lack of funds is a significant problem for the implementation of this project. The actual situation shows that the demand for our services greatly exceeds our capacity. 


We plan to run the project the next year again. We exploit the aforementioned link with the project Field Psychosocial Help for Oncology Patients and Their Close Persons. The Association would like to focus on activities that can fill the gaps in securing the emotional well-being of oncology patients. 

BMS project, survey of needs
Main project results: 
· Extension of services in another institutions – Oncology Clinic of Královské Vinohrady University Hospital, where we provided outpatient and inpatient care. Along with the medical staff, we worked in the development of supervision and helped to organize seminars. The services were introduced in June 2009. 

· In the hospital Milosrdných sester sv. Karla Boromejského, we extended cooperation to other hospital departments and strengthened our position in the system of patient care.

· We conducted a survey of the psychosocial needs of patients.

· The project made it possible to broaden our PR activities – it was communicated to experts as well as general public.

· A branch was established in Brno, where we introduced outpatient services and started cooperating with some hospitals. 

· We significantly expanded our therapist team.

· Two training sessions for new employees and volunteers took place.

· Thanks to the project, the organization succeeded in presenting the issues that oncology patients face more broadly and in having useful discussions with specialists and the general public alike.

Thanks to the project, we were able to strengthen and introduce new psychological services in hospitals and improve patients’ lives. Services, however, cannot be measured, so we depend on feedback from ill people or medical staff. We receive it during the treatment and it proves that professionally led interviews are indeed helpful. Some of the most commonly mentioned results are: 

· We can talk about anything with you

· I finally have someone to share this with

· I see my situation from another perspective

· I am again competent to decide about my life

· I am calmer now

· I got rid of depressions and anxiety

· I am not afraid of asking the physician about anything

· After the service was introduced, the work in the department improved – patients are calmer and cooperate better

Source: survey of needs and service quality
The following activities contributed to the fulfilment of the project goals:
· PR activities – press conference, communication with the press and the general public, promotional Christmas events, advertising, posters, information on the Association – see the annex.

· Survey of needs – see indicators

· Project implementation – psychotherapy

· Coordination work – coordination and training of new therapists, providing consultancy during education, communication with authorities and cooperating organizations.

· Cooperation and supervision with medical staff
To follow efficiency, we used the following indicators: 

· Statistics of services provided

· Processing the survey of needs – questionnaire, focus group

	intervention = 1 hour of work with the client
	
	

	
	
	

	 
	2008
	2009 – BMS project

	Outpatient services in the GPR centre
	35
	58

	Services improving physical condition of clients in the GPR centre
	 
	135

	 
	 
	 

	NMSKB
	 
	 

	Outpatient care
	30
	74

	Inpatient therapy
	385
	1219

	Staff supervision
	76
	237

	 
	 
	 

	 
	 
	 

	FNKV
	 
	 

	Outpatient care
	 
	209

	Inpatient therapy
	 
	332

	Staff supervision
	 
	89

	 
	 
	 

	TOTAL
	526
	2353

	Other tasks of therapists
	 
	                         

	Team supervision
	 
	                         20

	Individual supervision
	 
	                         56

	Expert councils
	 
	                         36

	Team conferences
	 
	                       100


The projects results were relatively predictable. The necessity of the services we provided manifested itself fully. The only thing we would like to point out is the necessity to work more with medical staff that has a significant impact on patients’ psychological adaptation to their disease. We found out that there were flaws in the psychological and communication education of medical staff. The offered educational activities now focus on theoretical aspects and do not leave much scope for practical training. 

We did not encounter any major obstacles that would influence the project significantly. The project was implemented without major problems and the services were provided in Prague as well as in Brno. The only obstacles could perhaps be the reaction of some colleagues-psychologists to the idea that psychotherapy should be paid from general insurance; they believe that patients should get therapy only when they have significant psychological problems. GPR, however, insists that all patients and their close persons, who are affected by the disease and find it difficult to face the new situation, are entitled to such services. 

  

This was a stand-alone project. At the same time, however, a similar project – funded from a subsidy – took place. In 2010, the two projects will be merged. The services overlapped but also complemented each other. 

The project goals were not modified and all of them were satisfied. 

Considering the favourable CZK/USD exchange rate, the Association had more funds available than expected. Some budget changes were proposed and approved at the beginning of the implementation. These changes made it possible to develop PR activities more, to create a branch in Brno and to secure economic coordination of the project, which made it possible to use all funds efficiently.

· Negotiations were started on the provision of state subsidies and are still under way.

· The therapist team was almost completely preserved and all internship options were used.

· The organization was chosen for funding in a selection process of a pharmaceutical firm. Cooperation and the amount of funding is under negotiation.

· The hospitals joined the negotiations about the possibility of paying for the services in part, which we consider a big step forward in thinking about the investments and priorities in hospitals. The services are now indispensable for them. 

· The project received material support (printing services, PC etc.) from private companies.

To summarize, we can say that the services will continue in a similar scope in 2010. 

The results of the first part of the survey of the need for psychological support on the part of oncology patients and their relative and close persons

Survey design

We believe that oncology patients in our country do not enjoy a sufficient level of psychosocial services. As specialists in these services, we would like to fill the gap and offer the services that patients really need. In the survey, we decided to check whether patients themselves perceive this flaw and to find out which services they would appreciate in their situation. Since we are convinced that not only the patients themselves are affected by the disease, we tried to approach their closest persons, too. 

Objectives

We wanted to know:

· whether patients miss psychological support, the possibility to consult social implications of the disease, information, sensitive approach of the staff or something else,

· how and by whom the needs they perceive should be addressed,

· to which extent and where they can get psychosocial support and whether they consider it beneficial,

· whether the offer of psychotherapy or psychosocial support is something they would appreciate in their situation.

The survey was focused on the analysis of subjective feelings, impressions from the treatment (on the part of the patients as well as their close persons), on the related need for psychosocial care and the idea on what the offer should ideally include. At the same time, we inquired to which extent the provided care corresponded to their expectations.  

Methods

We tried to distribute questionnaires in outpatient as well as inpatient facilities and also to the managers of the partner civic associations who were asked to distribute them to their members. 

They were designed universally so that patients as well as their close persons can fill them in. 

Members of focus groups were chosen among respondents who were interested in providing more information on these issues. The sessions took place in the premises of the partner associations and patients as well as their close persons were welcome to join. 

Outputs

About 200 people participated in the survey, roughly 40% of them aged between 45 and 65 years, 50% older and only about 10% younger. Most respondents learned about their diagnosis more than 5 years ago. Most participants were oncology patients. Only one tenth were relatives and close persons. Most respondents and all members of focus groups are members of an organization for oncology patients, either with colostomy or after breast ablation. We were not able to distribute the questionnaire in healthcare institutions, where other patients could fill them in, because the institutions were not very open to cooperation.  

The answers we gathered show that there are very few options of psychosocial support for oncology patients. Most participants agreed that they had never encountered such an option. The respondents would appreciate it in particular in the early stages of the disease, after they are told the diagnosis, when they wait for the chemotherapy, or during the treatment. They also agree that in many cases, their relatives suffered more them themselves and that they felt the need to protect them.

The patients also appreciated the possibility of being in touch with someone who has gone through something similar and welcomed the chance to take part in events organized by various patient clubs and associations such as FitIlco, Alen, Mama Help, Amélie etc. This sense of community provided them with a new impulse, with the possibility to find new friendships and meaning of life. 

Other frequently mentioned issues were specific complaints about the behaviour of physicians, in particular an inappropriate way of telling the diagnosis and lack of information on the prognosis, possible consequences of the chemotherapy, treatment possibilities etc. 
Although positive evaluations of the medical staff were prevalent, complains received more attention in particular in focus groups. 

This can be partly explained by the tendency of people who grew up in our culture to emphasize negatives more than positives. The over-sensitiveness of patients during the disease may have played a role as well. Most of them expected that physicians would pay full attention to them, “not like during a banal surgery”, they find it immoral that “the physician will just go outside and smoke as if everything were alright...”.  

To a substantial degree, the results show that psychological aspects of cancer and the implications of the disease for the mental health of patients do not enjoy enough attention in the Czech Republic. 

We would like to conduct another survey on the reasons for this. So far, we can only speculate. We suppose that one reason is that physicians and nurses are overloaded and often burnt out because they themselves lack psychological support. Furthermore, there is not enough emphasis on communication skills. For this reason, we find it important to stress that the conversation with the patient is an important tool that can bring relief and contribute to the curing, while unprofessional communication can be harmful to the patient. 

The survey results are probably influenced by the specific nature of the group of patients who were willing to fill in the questionnaire. We are aware of another flaw, too, namely that there were few respondents who were treated in the last 5 years. The survey thus fails to reflect potential changes in the offer of psychosocial care that may have occurred in this period. 

In order to rectify this situation, we would need to broaden the group of respondents. We would thus greatly appreciate it if members of the colloquium were willing to participate in the survey. If you are interested, please do not hesitate and contact us at: kunertova@gaudiaprotirakovine.cz. 

Economic results of the Association 
	Source of funding
	revenue
	expenses
	transferred and used in 2010

	 
	 
	 
	 

	Gaudia account – transfer from 2008
	CZK 36,366.00
	CZK 0.00
	CZK 36,366.00

	LPR flower day 
	       CZK 17,212.00 
	CZK 0.00
	                                             CZK 17,212.00 

	Congregation of Borromean Sisters
	CZK 50 000.00
	CZK 0.00
	CZK 50 000.00

	Small donors and others
	CZK 14,384.00
	CZK 0.00
	CZK 14,384.00

	 
	 
	 
	 

	Healthcare project
	 
	 
	 

	Prague City Hall
	CZK 50 000.00
	CZK 50 000.00
	 

	Praha 3
	CZK 35,000.00
	CZK 35,000.00
	 

	Praha 6
	CZK 35,000.00
	CZK 35,000.00
	 

	Praha 2
	CZK 70 000.00
	CZK 0.00
	CZK 70 000.00

	Ministry of Health of the Czech Republic
	CZK 200 000.00
	CZK 200 000.00
	 

	Total sum used in 2009
	 
	CZK 320 000.00
	 

	 
	 
	 
	 

	Social project
	 
	 
	 

	Praha 1
	CZK 100 000.00
	CZK 100 000.00
	 

	Total sum used in 2009
	 
	CZK 100 000.00
	 

	 
	 
	 
	 

	BMS project
	 
	 
	 

	BMS foundation
	CZK 1,679,005.95
	CZK 1,679,005.95
	 

	Total sum used in 2009
	 
	CZK 1,679,005.95
	 

	 
	 
	 
	 

	 
	 
	 
	 

	 
	 
	 
	 

	 
	 
	 
	 

	TOTAL IN 2009
	CZK 2,286,967.95
	CZK 2,099,005.95
	CZK 187,962.00

	 
	 
	 
	 


Entities that provided support in 2009: 
· Bristol-Myers Squibb

· Ministry of Health of the Czech Republic

· Prague City Hall

· Prague 1 District Authority

· Prague 2 District Authority

· Prague 3 Municipal District

· Prague 6 District Authority

· Hospital Milosrdných sester sv. Karla Boromejského in Prague.
· LOGOS are available in our office
