The Family ACCESS Project  

Access for Carers and family members to Counselling, Education and Support Services.
Over the past few years Suzanne Solvyns and I have had conversations with many family members who have been caring for a loved one with CJD. These discussions have made it extremely clear to us that many families had some serious concerns and difficulties that warranted immediate addressing. 
In early 2008 the CJD Support Group Network (CJDSGN) committee set about designing a support project to assist families caring for their loved ones.  The primary purpose of the project is the provision of information to families regarding free or minimal fee support services offered by government and non-government agencies, as well as providing support and up to date information on genetic health services in each Australian state.  The ACCESS project formed part of a two-year budget submitted to the Department of Health and Ageing, and we are pleased to report that funding was approved for the project in June 2008.  

During the CJDSGN’s first conference in May 2008, Suzanne Solvyns presented the basic concept of ACCESS to the family members present, and it was enthusiastically applauded by one and all.  During the conference families were invited to comment and make further suggestions. While a number of key concerns were noted, the issue of genetic testing was undoubtedly the greatest area of concern. Families appeared to be particularly displeased that they had to wait many months to undertake genetic testing, which currently is only offered bi-annually by the Australian National CJD Registry (ANCJDR).  Many family members have commented that after arriving at an often long and agonising decision to be tested, a delay was significantly anxiety provoking.
Another key area of concern expressed by families revolves around the use of genetic testing and its function as a diagnostic tool. The gene test, used as a diagnostic tool, is not currently performed on every CJD patient in Australia. Some family members have expressed a preference for the opportunity of pre-mortem DNA testing to potentially rule out genetic CJD in their family. The CJDSGN was asked to raise these concerns with the ANCJDR and investigate the possibility of testing being undertaken in alternate, accredited genetic services throughout Australia if the ANCJDR is unable to offer testing on demand.
Meetings and some presentations have taken place with genetic services in each state and we are pleased to announce that these services are all extremely keen to work with CJD families and become more knowledgeable about CJD. Some have had limited experience, while others are happy to extend their services to assist CJD families. They can provide assistance and counselling to families who want to discuss pre-mortem diagnostic genetic testing of the patient, or to individual family members who want to undergo predictive testing themselves.

Establishing contacts with hospices and nursing homes experienced in caring for CJD patients and those able to offer respite is very important to family members, and we know from experience that the families of CJD patients who have been cared for in hospitals with experience caring for CJD patients have had a significantly more pleasant, less stressful, experience. The need for health and social services to respond sensitively and swiftly to the physical, social, and psychological needs of CJD patients, and their families is crucial due to the rapidity of this disease.

Often families express great dissatisfaction with the care their loved one has received. The patient is often treated in a number of hospital settings, or moved from one ward to another, for instance from neurological wards, psychiatric wards, or geriatric wards into palliative care wards.  Ensuring that patients receive consistent, coordinated care becomes very complicated. It can also be extremely distressing for patients, who often develop a fear of strangers, to experience recurrent changes of hospital staff caring for them. 

Since the inception of the ACCESS project, I have been networking with social workers in hospitals to address the often raised concern that communication between the medical staff and the patient’s family is frequently problematic due to a number of factors, such as uncertainty over diagnosis, and what appears to be a tremendous lack of knowledge regarding CJD among health care professionals.  Families have consistently reported to the CJDSGN that there is a significant lack of emotional support with regard to the breaking of bad news and the insistence that certain bureaucratic forms, such as those requiring consent for an autopsy, are hastily completed. Families have remarked that they would prefer that being informed of a diagnosis and prognosis, and the filling out of forms involved medical staff with whom they have developed a good rapport and/or hospital social workers or counsellors.

Another area of concern noted by the CJDSGN over the course of the past few years has been the need for carers to be assessed in their own right.  We understand that for many families, caring for their loved one at home is extremely important. Being a fulltime carer can be an extremely tiring and challenging responsibility, and having an opportunity for respite to undertake other familial and personal responsibilities is extremely important. The ACCESS Project is designed to inform families of existing social and support services available to make their role of carer easier. 

Part of the process in establishing the ACCESS project has been the creation of a new data base, providing an efficient way for the CJDSGN to remain up to date with the needs of families, and designed to help us identify further areas of concern for families who, sadly, will contact us in the future.  We have also produced a short survey and I will personally be contacting all family contact people over the course of this year to discuss the project with you and seek your assistance.  I do hope that you will agree to complete the survey because the feedback from you, our families, will enable us to better assist you and families who seek our assistance in the future.
Finally, I would like to add that I was very pleased to be invited back to the CJDSGN in July 2008 to assist set up and manage this project.  It is a project that is very dear to me. For those of you who don’t know me, I am from a genetic CJD family myself and lost my father to genetic CJD in 2004. I understand only too well the complications and issues that affect so many families caring for a CJD patient and/or know themselves to have a family history of CJD. It is my hope that the journey for families who may be perhaps learning for the first time that their loved one has CJD, or only just learning that CJD runs in their family, will be greatly improved because of ACCESS.
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