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i. Introduction

The care of =lderly people suffering from dementia is now securely
established as an area of major concern for all thosge invelved in the planning
and provision of health services.

Much has been written and discussed. Epidemiological factors have been
recognized, the logistics of service provision have been examined and research
opportunities have been zet out. However, as more active steps are taken to
develop services for dementia sufferers, it becomes apparent that questiogns
arise about the rights of these individuals — the right to have access to
basic care or the right to refuse such care, the right to retain
responsibility for financial and domestic affairs or the right to have these
responsibilities dealt with by others.

It emerges that the law is often unclear about these matters and that
individual professionals - doctors, nurses, social workers and lawyers - are
often left to make their gwn interpretations of what is required without the
backing and the support of any defined legal policy. It is not surprising if,
as a result, critics complain of unnecessary paternalism or of insensitcivicy
to the real wishes of the old person, while professional carers become anxious
lest their responzibilities are undermined and their best efforts subject to
later litigation.

2. Recommendations of the Working Croup on Prevention and Reduction of
Mental Health Froblemg in the Elderly, Groningen, 29 April-3 May 1985

Az part of the WHO Regienal Office for Europe programme on mental health
and in asscociation with the Govermment of the Netherlands, a working group
held in Greningen in April-May 1985 had examined mental health needs of the
elderly, taking particular ncte of the iInterventions and management techniques
which might obviate or reduce thege needs. One of the important conclusions
reached by the group had been that guidelines should be developed at national
and international levels to cover the rights of those who, by reason of their
impaired mental state, might no longer be capable of managing their own
perseonal or financial affalrs, or might require to be detained in an
institution. A summzry report of the working group is attached as Annex 1.

3. Follow—up of the recommegndations Iu Scotland

At the same time two groups in Scotland were looking at this problem.
The Mental Welfare Commission for Scotland was a body established by the
Mental Health (Scotland) Act of 1960 and given an enhanced role in 1984 when
the new Act was introduced. The Commission is given the duty 'generally to
exercise protective functions in respect of persons who may, by reason of
mental disorder, be incapahble of adequately protecting their persons or their
interests." In practical terms this means that the Commission has had to
examine the ways in which individuals suffering from dementia have had their
financial and legal affairs supervised and also the extent to which they may
have been detained in a hospital or other institution without the benefits of
supervision and control which are provided for those who are detained against
their wili under the Mental Health Act.

More recently, Scottish Action on Dementia (SAD) has been set up by
representatives from a variety of professional and voluntary bodiss in
Scotland in an effort to previde a catalyst for much needed developments in
service provision and public awareness in the field of demeatia. This zroup,
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tov, has given attention to the szhortcomings in the present legislation as lt
affects people suffering from dementia.

On the initiative of the Mental Welfare Commission and with the -
encouragement of SAD and the active support of the Regional Office, a werkshop
was held in Edinburgh on 19-20 November 1987 to take further the
recommendations of the Groningen meeting, to sxplore the extent to which
existing measures dealing with the rights of elderly people with mental
disorder were adequate and to determine whether additional measurces might be
called for. It was recognized that any proposals arising a2 a result of the
meeting could not be acted on immediately, but it was hoped that the
conclusions reached by the workshop would help to raise wider interest in the
subject, that they would lead ultimately to changes in legislation within
Scotland, and that they would also be of relevance to services in other
countries.,

h. Workshop on the Rights of the Elderly with Mental Digorder, Edinburgh,
19«20 November 1987

Participants included representatives from a variety of Scottish
statutory and voluntary organlizations having responsibility for and specialist
interest in the legal protection of the elderly and the mentally disordered.
In addition, fthree experts came from England and four f£rom other countries to
share in the meeting and to contribute their own ewxperiences to the dlsrusslun
{see Annex 2).

Dr J.GC., Sampaio Faria represented the Interest of the Regional 0ffice,
and the meeting was chaired by Mr B, Millac, Chairman of the Mental Welfare
Commission.

: A hasis for the discussion was provided by a paper prepared by a SAD
working party and presented by Dr R. McCreadie, which set out the position in
Scotland.

“4.l. The problem

A gignificant minority of the increasing elderly population are afflicted
by psychiatric disorders, bhoth functional and crganic, which reduce or remove
their ability to take reasoned decisions. The most important of these
disorders is senile dementia, where gradual deterioration, occurring over
manths and years, leads to the appearance of many problems including physical
danger, personal neglect, adverse effects on others and inability to cope with
business affairs. The wvast majority of those at risk continue to live at
home. but geme 107 require care in reslidential accommodation.

4.2. Protection of financizl interests

_ At an early stage of a dementing illness, individuals may still be
competent to look after their affairs or to instruct someone else to act on
their behalf, and some form of mandate, often a power of attorney, may be
usad. With progression of the illness, however, the legal position becomes
-less clear. The anduring power of attorney, used in some jurisdictions
{(though not in Scotland) allows a mandate to be given in advance of failing
mental powers; but 1t has some drawbacks, and it is only with the formal
appointment of a Curator Bpnls that financial intercsts are legally
protected.  Unfortunately, because thelr estate is limited, a curatorship is
not a prachtical proposition for most mentally disordersd people whose main
income is derived from a pension and supplementary benefits, It is
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acknowledged that representatives are allowed to collect pensions, that
hospital managers have duties to deal with the financial affairs of patients
who are incapable of acting for themselves, and that social work departments
have powers to deal with immediate problems. Nevertheless, there remains
concern that legally supported and adequately controlled measures to deal with
all areas of finance are not available.

4.3. Protection of welfare

Only a very small number of the elderly with mental disorder are dealt
with under the Mentai Health {(Scotland) Act 1984, Sometimes the powers within
the Act to detain people in hospital against their wishes are invoked and
sometimes the very limited powers of guardianship are used. In such
circumstances there is statutory supervision of the individual and a statutory
right of appeal against detention. In addition, the National Assistance Act
{1948) allows the removal of an individual from home on account of grave
ehronic disease or insanitary living conditions and there is a2 possibility ok
judicial appeal against this also.

_ Most often, however, individuals being taken inte residential ecare,

" whether under the suvervision of the health services or private home managers,
are talken there on an informal or voluntary basis, with no access to an
independent review. Thecreticaily, they can discharge themselves but, ia
‘practice, they are unable to exercise that right.

4.4, The need for reform

"It wag the view of the SAD working party that any individual who is
legally incompetent should have a legal right te comprehensive cars and
protection, and that any intervention should respect dignity and be the
minimum necessary. Reform of the present system of safeguards should include
the requirement that there should be a single legal procedure leading to
expert and comprehensive consideration being given to the needs of =ach
individual. Furthermore, it is important that representatives of the local
community with relevant knowledge and experience should jein with professional
workers in making decisions which will have the effect of limiting freedom to
live independently.

4.5. A proposal for a new procedure

. It has been suggested that modifications to the present law would provide
an adequate safeguard for those presently at risk; but it is the view of the
SAD working party that an entirely new procedure is required and it is
recommended that within each regional authority in Scotland there should be
set up & mental health panel and a mental health reporter along the lines of
the present children's panel system, with legal powers to supervise and give
orders for the proper management of the firancial and personal affairs of
those elderly people whose need for protection is brought to their attention.

in presenting these proposals to the workshop, Dr MeCreadic emphasized
that legislation was required which went beyond that which was now availabis,
and which offered protection against both too little intervention and too much
intervention. ‘ ' C ‘

. In putting forward suggestions for a change in the law, 1t had to be
Tecégni;éd‘that‘while doctors and social workers with responsibilities for'the
care of the elderly might give attention To the special problems and the
special needs of ‘those slderly people, consideration of a legal proceduve as
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innovative as a mental health panel might, in legislative terms, be required
to encompass the interests of a wider group of people at risk, including
younger people with mental illne=s and with mental! handicaps.

4.6 Views from abroad

The extremely walvable reports of the position in the Netherlands,
Norway, Switzerland and the United States of America confirmed and
strengthened the view that present legal provisions do not cover adequately
the particular needs of the elderly. It was evident that in these countries
vuestions are belng asked similar to those raised in the United Kingdem and
that there iz a widespread wisb to establish a new legal framework which will
be more relevant to these needs.

In the Netherlands, for instance, the Insanity Act of 1984 leads to
almost all elderly patients being admitted to hospital as informal voluntary
patients at the bebest of relatives or a corator, without the safeguards which
would be available if their admission had been involuntary. Yet to think of
establishing a more farmal legal process for all those dementia sufferers
requiring admission to hospital raises major risks of overwhelming the legal
syatem and of incurring prohibitive costs. Curatorship and protectlve
administration are-means of dealing with financlial and personal matters but
they are expensive to introduce, and a new mentorship scheme to deal with all
personal affairs is at present being ronsidered.

In Switzerland, much artention is paid to the European Court of Human
Rightg, and the protection of the elderly includes controls at three different
levels of restrietion, thus allowing the individual to retain as much of his
or her legal rights as iz possible.

Proviginons for legal supervisinon of rhose with mental disorder in Norway
are made in four different laws at present and there is a wish in some
quarters to councentrate these separate provisions inta a single law.
Interestingly, however, the proposals for general mental health legislation do
not atrempt to identify particularz problems for the elderly in the helief that
this wonld constifnute discrimination against them.

In the lnited States of America it is recognized that there will always
be conflict between on the one hand the desire to eancourage autonomy and on
the other hand the wish ro provide the support of beneficence, often seen as
protessional paternalism. The many recent changes in the position of fhe
glderly — demography, family structure, de-instituticnalization among olhers -
has forced socliety to review the present law, to take note of the vocal
protests of the older cirizens against too much resftriction on their autonomy
and at the same time to note inconsistencies and gaps in the present
legislation. Power of attorney, informal guardianship, and tradikional
guardianship are recognized and the value of a limited gusrdianship, in which
the level of responsibility is set out quite formally acrotding to an accephed
scale, has been proposed. Further measures which are beling examined in the
United States of America include services which offer help to the individual
at risk withont necessitating the use of formal legal controls. Help with
banking arrangements or property arrangements, the development of a volunkary
adult protection service, the use of the living will to specify wishes in the
event of terminal illness, and the preparation of an enduring power of
attorney which includes the nominaticn of a specific guardian - these are all
approaches ol interest and relevance.
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L7 -View: from Eﬁgléﬁd

Tt was evident from the three contributions from Eangland that, while
therse may be differences in the law between Scotland and England, the problems
for those dealing with the care of the elderly with mental disorder are very
similar, and some of the general and specifie points raised by the speakers
were taken up by those conmtributing to the general discussion which followed.

4.8 Discusgsion

Any consideration of senile dementis must recognize that this cendition
may present itself in many ways and may, in its earlier stages, be a
diagncstic puzzle for doctors, who may differ in their views as to whether
people showing obvious features of dementia are suffering from mental
illness. This may lead to difficulties in making use of the provisions of
present mental health legislation, especially if concern about precise
diagnosis overrides acknowledgment of the presence of mental disability.

To take the view that someone is either wholly competent or whoily
incompetent to manage their affairs is ta avoid the reality of che situation
where decisions ars being made about the need for intervention. Many old
people are partially competent - being competent in their day-to-day routine,
yet unabie to deal with major decisions affecting their lives. Their autonomy
must always be vespected, and perhaps the term vulnerability is esasier to use
than competence, for evidence of vulanerability - for example, to physical

dangers or to undue influence from others — can be demonstrated and stated in
& precise way. ' E

It ig not necessarily helpful to discuss the subject in terms of legal
rights, for it is absurd to think that the many needs of the vulnerable
elderly can be enforced by law. It is more useful to talk of social justice
for the eiderly, and to ensure that throughout the country there is equal care
for those w1tn equal needs. :

What should be Looked for is a situatien where good clinical practice,
adequate facilities, appropriate monitoring of care or suitable management of
finances should be encouraged and zupported by legislation. A good example is
the Disabled Persomg Act (1987) which allows for an authorized representative
of the disabled person to seek information on his or her behalf. Another
sensible legal view is that the enduring power of attorney can still properly
be intreduced, even when an sarly stage of the dementing process has been
reached. ‘

Sometimes it seems that legislation 'gives insufficient support to the
neads of these at risk. -Thus, the Court of Protection and the Curatcr Bonis
deal with the estate rather than the practical needs of the patient, and

‘guardianship under the present Mental Health Act allows ounly very limited
“eontral over the llfe of the person at risk and none at all over his or her
estate. ’

Any new legislation must take account of the progressive nature of
. ¢ementia and should consider whether the staging of powers, whether of
“guardianship ar of professional intervention, may be feasible.
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4.9 (Conclusions

During the group discussions which followed the presentation of paperf'
and in the plenary sesszion which concluded the workshop a numbar of fhpm95
were seen to be of major importance.

The obvious conflict between autonomy and coercion must bé'fecognizéd in
any cengideration of the legal rights of elderly people and of their need for
gocial justice. A principle to be upheld in any proposed legislation is that
the more a measure erodes independence, the more necessary is i1t to havc a
mechanism for formal legal protection. ’

Before embarking on any new legislation it is worth examining closely the
present legal framework to deatermine whether it is being used effectively. It
may emerge that legislation appears unhelpful only because resources are )
inadequate or because there is a lack of consensus among professional CATETE
as to how to make the best use of legislation and rescources. The coucern
which some people have about de facto detention in hospital may be misplaced
if indspendent momitoring can demonstrate that care is satisfactory; and such
monitoring, if it encompassed those living in residential homes, including
private establighments, in addition to hospitals, would meet some of the s
present apprehensions, though there would still remain concern about the
‘ adequacy of supervision of those living in their own homes or with family.

Turning e fPinancial matters, the responsibility presently given to
health board managers to concern themselves with the finances of their
patients might usefully be extended by minor legislative changes to cover
local authority services providing care for elderly people.

Legislation must take note of the effect on family and neighbours of
disturbed behavicour in an elderly person who is mentally disordered. Tt may
be admirable to maintain minimal interference in the life of an individual
citizen, but if this leads to deterioration in relatiomships with those round
about then ultimately there will be withdrawal of support. The possibility of
I1ndependence is then eroded still further.

In acting against the wishes of a person at risk it is worth considering
what the wishes of that person would have been In the pre-morbid state, and
whather advice about treatment and care would at that stsge have heen scocpted.

Propozals for new legislation must provide for ensbling rather than
restricting powers, which should not be frustrated by financial barriers. No
new measures should be introduced without adequate research into the effaects
of change. Every effort should be made to provide pre-retirement education
and information services which would encourage elderly people to make use of
cany new pravisions under the legislation such as the enduring powsr of
 attorney or the living wiil.

Legal powers to intervene in the personal affairs of an individual should
Cinclude emergency short-teym measures, followed by longer-term measures
raquiring full or legal consideration. Consideration must also be given to.
the ewtant to which legislation will allow for the exercise of personal’
judgment by an assessor, or how far declisions should depend on formal
criteria. There seems value in leaving open the possibility of examining each
case individually and of taking note of specific problems. ‘ '

Thers is a strongly held view that any nsw legislative messures which
tnvolve the monitoring of care provided [or a mentally disordered slderly




EUR/ICP/FSF QL3
5587w
page 7

person must cover everyone at risk: the law must be seen to be applied 1o an
even-handed way. However, there is an equally strong view that in the great
majarlty of cases the needs of the client or patient may be adeguately met by
a properly constituted ¢ase conference 1nvolv1ng those concerned with the
case, and that only in exceptional circumstances will it be necessary to
invoke the additional legal supervision envisaged in some of the proposals for
chanﬂe.

The medel of a mental health panel, as put forward by the S5AD working
group, raised a number of reservations among participants, whe saw practical
and economic problems in setting up a comprehensive service. However, the
 potential value of a panel system, with its admirable bringing together of lay
and professional v1ewp01nt$, was nof in doubt and its practicality should be
'"purSued+‘ At the same time, arrangementa presently used or proposed in othex
countrles, 1nclud1ng protective admlnlatratlen and’ tutorshlp, must be examined.

é,lO'Recommendatieﬂe

. It seems clear that the care of the elderly with mental dlsorder eh0uld
pe "enhanced by some form of improved legal supervision.

Whlle preaent legigiation in Scgtland might be more fully used or might
be improved by minor alterations, there is reason to suggest that entirély new
legislation is required if the reasonable needs of the elderly are to be met
and therr welfare safeguarded. I

A hlgh quallty of euperv151on, whether involving dementia téams or
multi-professional case conferences, is essential but may have the effect of
intgrfering with the freedom of the individual at risk and should, therefore,
be coverad by appropriate leglslat1on which meets the recommendatlons of
artlcles 5 and 6 ef thé European Cenventlon on Human nghte.

. & aumber of 1nnevat1ve meaSures, 1nclud1ng the mental health panel
“ proposed by SAD, déserve furthet appralaal in every country whére legislation

affecting the elderly is being reviewed.

‘5. 'Could eeod'eﬁamplea have a multipliér effect in other Member States?

'The mental health needs of the elderly constitute an important focus of
the intercountry art1v1t1ee on, mental health developed by the Regiomal Office
1n collaboratlon with Member States L

7 An 1mpertant aspect to be taken 1nte ronsrderatlen ig the development of
guldellaea at national and international level to cover the rights of those
whe, by reason of their 1mpa1red mental state, mlght no longer be capable of
managing their own personal or financial affairs, or might have to be detained
in an institution.

The actlon taken by the Mental Welfare Commiséion in raising and’
dlsruaerng theee issués’ seems relevant for other European Member States of the
Reglon whlch mlght ronsldar organizing 51mllar meetlﬂgs on thlS theme.

N ic 1& heped that ‘the dissemination of thée Scottish example to MembEr
"States as wall a§ to eXperts and nongevernmental organizations rould stimulate

or strengthen the action already being taken to promote the hedlth and

we}lbeﬁﬂ;ﬂpf the ¢lderly in the European Reglon.

L

et UL
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Annex 1. ...,

Working Group on Prevention and Reduetion TCR/PSF OOZ/mdﬁ(S)
of Mental Health Problems in the Elderly C ... 0033V,

o cL _ . . 23 May. L9853
29 April - 3 May 1985 e . ORIGINAL: ENCLISH

SUMMARY REPORT

The aim of the Working Group was to consider the mental health needs of
the elderly, on the basis of the available information on psychogeriatric.
gervices in Europe and of the aspects of care of the elderly highlighted by
o the WHO Working fGroup held in Cork from 3 te 7. Qctober 1983. In particular,
the Working Group was asked to examine how mental health problems in the
elderly might be prevented or rﬁduced by @ar1y intervention or by .specific
management techniques, . S . e \ , , : Cor

he partieipantﬁ from 15 countries included lé temporary advisers, »
L1 representatives from intergovernmental, nongovermmental and national |
organizations, and representatives from 7 WHO mental health collaborating
centres. )

stcus sion
The discussion centred on the following topics:

~the "scenarie”. approach to health planning that kas been developed . in the
MNetherlands and which is based on a .study of all the possible independent
changes, that may occcur within a health care system and on .the
Jdmplications .of these changes for policy-making;

the identificatien of mental health problems by use of the ;qugl
classification of impairments, digabilities and handicaps, ., in additi
- the more usual IﬂrEFHEELCﬂdl classification. of diseases;

the various approaghec adopted by different cquntriés to coﬁe‘with mental
health problems in the elderly,

the value of qualxty rontrol in the services. prov1ded for DLd people, to
alleviate the hazards cof institutional care and, equally important, of
community care; ' - '

- khe fumetional stages of Alzheimer-type dementiz as an example of a more
precize assessment of disability than 1s wsually applied.

Certain general issues of importance emerged during the meeting and,
deserve particular wmantion. : ‘ : - :
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Any consideration of mental health problems in the elderly must take into
sccount the distinct and different needs of the "younger” elderly and of the
older age group (75 years and over) in terms of mental health problems and of
demographic trends.

Widespread concern that adequate resources should be allocated to deal
with the silent epidemic of dementia should not mean that the other mental
health problems affecting old people, depresgive illness in particular, ave

e ‘
Any dlscu551on about the prevention of. mEntdl dlsarders in the elderly
must acknawledge the effect of political decisions on key issues such as

Chousingyvsocial services and finmancial support, and the need for intersectoral

cogperation in these areas.

While efforts to improve health care by the year 2000 are praiseworthy,
it is evident that measures to improve the mental health status of the elderly
may take effect only many years after their implementation. Thisg is

CL

.partlgularly the case in the domain of health educatlon and health promotlon.

Copclugigmg’’ Mo 00 7 o I ARV
e

.- . '- R A nt - - - ' ..'—'w - . ‘. - ot

o 'Planﬁlﬁg Tha preVentlon and improvement of mental 111 health amoug old
people must: depend on plannlng, 'whether thig involves the dévelopment of
educational. programmes, the ‘identification of those most at risk, or the:
appropriate care of those in need. In addition to the established methods of
epidemiological research and case-finding, the planning of appropriate
facilities dnd services could be helped 1f-411 the possible eventualities were
considered, ‘as ‘demcnstratied by the "scena?ic’ approach developed-:in the
Netherlsands. The methods for identifying impairments, disabilities and
handicaps developed in the proposed international classifieation are another
way of evaluating the benefits and effectiveness of different facilities.

Range of services. The services available to the elderly vary
considerably from one country ‘to ancther and even from area to area within a
country. This is no bad thing if it allows flexibility in the use of

c-resources and means tat facilities are distributed according ‘to -the needs of
CFthetlocal populatloﬁ. Nevertheldss, a service should -always have an adequate

range of facilities and -genuine coordinaticn ‘to énsure their appropriate use.
Furthermore, a placemernt ia one type of facility rather ‘than ancther should

entall no flnanc1al hardshlp Lo the elderly person or Lo the Lare—glver.

y L e - R

" ln vlew'of ‘the continuing mlsunderstanﬂlngs among the partlrlpants from
their different use-of '‘terms+for facilities for-the elderly, e.g assessment
unit, nursing home, day centre, a more unlversally agreed nomenclature and

‘-7glossary should -be develipedi” PoMT e by - .

Quality control. BServices ought to be assessed and supervised and this
shonld ‘hold not only for all institutiofis bat-alsovfor community services; it
is important te reach interhational agreement oo basi¢-standards .of care that
are acceptable. These ztandards will be enforceable only if a
goverament-recognized body and a professional peer group supervise them

‘regilarly and 1f-family members, local representatives:- aud‘the ald people

themselves participate in the organization ofservicesiy A further safeguard
could be the requirement that an official advocate should deal with the
persdhal and financial problems of elderly pesple: at risk through mental
impairment. The legal safeguards over the involuntary -admizss#ic¢n and treatment
of those suffering from the dementias deserve careful consideration.
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Education and training. The prevention and reduction of mental health
problems in the elderly depend on an understanding of how loneliness,
isolation, bereavement, recent physical or mental ill health, or inappropriate
treatment and care, can adversely affect old-people. Everyone would gain from
being informed about these matters, but it would be particularly relevant to
politicians, health professionals and families. For example., families could
be helped if they knew move about the likely outcome of psychiatric illness
and the support they could receive as the illness progressed. Lot

Lo

Recommendations Cy e

Local or national IEVEI-..-

1. The use of the "scenario" spproach in the planming of services should: be
explored.

2. Mental health services for the elderly should be-flggible,f&ompréhéns{ve
and effectively coordinated.

3. All those coming into the services should receive a full szoeizal and ..
clinical assessment.

Goo Ways and .Means should be examlned of developing rpglercrf‘of ppople ar
risk, based on risk indicators in, the eldérly

5. Improvements should be made to tie methods that enable the social and
medical services to make contact with elderly people who are at risk . but-who
do not readily identify themselves.

6. Health educaticon and training programmes should be.developed for old
people, their families and professional workers and emphasize the prevention
and reduction of mental 11l health. Emphasgis should also he placed on the..
importance of in—service education for professicnals working .in institutions
and for workers in the community, including volunteers.

. National and interngtional level

1. 4 study should be made of the extent to which the descriptions of
disabilities in the International eclassification of impairments, disabilities
and handicaps help match specific mental health problems. with. th; cappropriate
part of a service for old people.

2. All new schemes for care of the elderly with mental disorders 5b0uid
allow for evaluation of their use and outcome.

3. Guidelines should be developed to define and protect the rughtb of uld
people who, because of their impaired mental state, may have to be detained in
an institution or who may no longer be capable of managing their own affairs.

Lo
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