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1) From Dr. John Hodges (cc Carol Gregory), Professor of Behavioural Neurology,
Medical Research Council (MRC) Cognition and Brain Science Unit.

1. In Britain, there is not a well developed support service for presenile patients, and services, very between regions. In the
Cambridge area it is the psychiatrists for the elderly who eventually care for such patients. To my knowledge, there is not a
single home in our area, which has a special interest in presenile cases.

2. T am not aware of any particular nationally organised resources. I think the best person to contact on this is Dr Richard
Harvey at the Dementia Research Group. The National Hospital for Neurology and Neurosurgery, Queen Square, London
WCIN 3BG. Richard has recently completed his thesis on the epidemiology of presenile dementia and is writing a chapter for
a book, which I am editing on the topic.

3. We do not have an establishment devoted to younger demented patients. Were you coming to Britain, it is possible that
you could visit our presenile dementia research clinic, which operates twice monthly, although we do have quite a number of
visitors. I think a better option would be to find out via Richard Harvey, as services are available in London and elsewhere in
Britain.

4 . There are number of particular establishments for patients with post-traumatic damage. One such centre is the Oliver
Zangwill Centre in Ely, directed by Professor Barbara Wilson. There is also a home in London which specialises in the
vegetative state, but I am afraid I cannot recall the exact details.

2) From Dr. Richard J Harvey, Institute of Neurology & Division of Neurosciences,
Imperial College School of Medicine.

1. We have recently completed a similar study, and a full report of our results can be downloaded from the Internet via our
web site at http://dementia.ion.ucl.ac.uk/ (Z ZIZEAFICIRE L72HMEZEFH-oTEB D, #HTL Yy ru—-FTE3)

2. There is also a special hospital(The Royal Hospital and Home for Incurable) in Putney, South London who care for
people in vegetative states.
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From Ms. Irene Smoor , Alzheimerstichting, Staff officer.




1. In our country, at some places (6), there are special facilities for demented patients under 65 years old. Some nursing
homes have special day care and a special "living room" for patients under 65 years.

2. Many carers of younger demented patients have financial problems. They need special economic support.

3. If you like to visit our country I can organize an introduction to some residential homes for younger patients. You can
contact me by e-mail.
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1) From Dr. James T Becker. Ph.D.(cc: S.T. DeKosky, M.D.),
Professor of Psychiatry Neurology,University of Pittsburgh Medical Center.

1. In the United States various funded mechanisms for supporting individuals begin at age sixty-five, as they do in Japan.
These are both federal and state funded programs and rely on tax dollars.

2 . There are no support mechanisms specifically designed for individuals under the age of sixty-five with a diagnosis of
dementia. There are mechanisms in place that can be used by such individuals, but there is no age-specific treatment or
management system for them.

3. I have forwarded a copy of your letter to the Director of our Alzheimer's Disease Research Center here at the University
of Pittsburgh Medical Center, Dr. Steven DeKosky, for review. I am sure we will be able to accommodate you in some way.

4 . There are rehabilitation hospitals that manage the vast majority of post-traumatic injuries. These facilities are designed for
acute and recovery phase from illness.
Nursing Homes are available for longer stays and residence, but they are not designed specifically for post-traumatic patients.

2) From Gerda G. Fillenbaum, Department of Neurology,
Duke University Medical Center.

1. Treatment. I do not think that there are differences in treatment as a function of age. The differences in treatment that
occur are more likely to be a function of stage of disease. Persons at the early stages of dementia are more likely to be eligible
to participate in drug trials and in behavioral interventions than are those at later stages, simply because treatment may be more
likely to work at the milder stages of disease.

2 . T know of no establishments specifically intended for younger demented patients. These patients are eligible for nursing
home beds. While the majority of those in nursing homes are over the age of 65, and about 25% of the population over 85
resides in nursing homes. These places also accept younger persons with disorders that make them unable to care for
themselves.

If the patient has been in the labor force for a certain length of time (I do not recall the precise duration, but I don not think it
is very long), and can no longer work because of disability, social security will provide disability payments, and medical care
and medications can be obtained essentially free. This is through a program called Medicaid, or, in California, Medical, the
generosity of which varies with the state. I would expect that public support (welfare and food stamps) would also be available
to those persons who are unable to work and have not worked a sufficient length of time to be eligible for disability benefits.
Incidentally, at the age of 65, social security disability benefits are converted into social security retirement payments, which
may be amplified by Supplemental Security Insurance.

The latter payments are only available to persons below a particular income level. The amounts are barely sufficient to live
on.

3. Iknow of no establishments here devoted to younger demented patients. It is possible that special facilities exist for those
with Down syndrome who become demented. If Dr. Welsh-Bohmer has further information on this I am sure that she will get
in touch with you.

4 . Regarding patients with post-traumatic syndrome and those who are in a vegetative state, I suspect that nearly all nursing
homes have patients in the latter, unfortunate, condition. While special units have been developed in some nursing homes for
the care of patients with Alzheimer's disease, I do not know to what extent these people are maintained on special units once
they become severely impaired. It has been my impression that these special wards were designed for those at the mild or
moderate stage of disease.



In summary, I do not know of any treatments or residential arrangements in the US that focus primarily on those with early
onset dementia. The treatments, social and economic supports for which they are eligible are those for which all persons in
need are eligible.

7 A—=XARFUTIIONT

From Dr. GA Broe, Professor of Geriatric Medicine,
University of Sydney Department of Medicine.

1. Athome support organisations for dementia patients are available to all age groups, not just for the over 65's. These have
been developed through a program funded by the Australian Government's "National Action Plan for Dementia Care". The
dementia services are delivered through local district based Geriatric and psychogeriatric Units and through district base "Aged
Care Assessment Teams" and Dementia Teams. They include at home services, Dementia Day Respite Services(Day Centres)
and Nursing Home or Hostel respite services. Counselling and support services for carers of dementia patients are also
delivered through the Alzheimer's Association support groups at a local level throughout Australia.

2. There are very few, if any, services devoted solely to younger demented patients(other than the Brain Injury group). The
Alzheimer Associations do run some carer support groups for young dementia patients which are very useful.

3. You are welcome to visit our local service which has examples of all these programs. And that should be possible in Feb.
1999. Contact Dr John Cullen or Sharon Kratuik-Wall. I will send a description of the service(IWGRS) and of our research
unit(CERA).

4 . There are special Brain Injury units which we set up over the past 10 years in NSW, Victoria and South Australia. Contact
Associate Professor Robyn Tate and say I refered you to her to visit the Liverpool Brain Injury Rehabilitation Service in
Sydney.
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