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Abstract

Background: swallowing changes occur from the earliest stages of Parkinson’s disease (PD), even in cases asymptomatic for
dysphagia. Little empirical evidence exists concerning the individual’s own perception of changes, the impact these have on
their life and coping strategies to deal with them.

Objective: to establish if and how changes in swallowing impact on the lives of people with PD.

Design: in-depth interviews with qualitative analysis of content.

Setting: community.

Subjects: a total of 23 men and 14 women and their carers.

Methods: participants were purposively sampled to give a mix of men, women, family circumstances, stage and duration of
PD and severity of swallowing symptoms. Individuals were interviewed at home. Interviews were transcribed. Emergent
themes were identified and fed back to participants for confirmation and clarification.

Results: two broad themes emerged: (i) effects on swallowing of underlying physical changes, with subthemes of oral-
pharyngeal-laryngeal changes, manual changes, effects of fatigue and (i) psychosocial impact, with subthemes of alterations
to eating habits, feelings of stigma, need for social adjustment and carers’ issues. Coping strategies could aid swallowing
problems but often to the detriment of others in the family through altered demands on preparation and organisation. Pres-
ence of significant impact was not necessarily associated with abnormal range scores on objective swallowing assessments.
Conclusions: the psychosocial consequences of the physical changes concerned people most. The importance of the eartly
detection of changes for health and quality of life is undetlined.

Keywords: dysphagia, Parkinson’s disease, impact, qudlity of life, elderly
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Introduction

Swallowing dysfunction occurs from the earliest stages of
Parkinson’s disease (PD), even in asymptomatic cases [1, 2].
Changes range from drooling (despite indications of
decreased salivary production in PD) [3]; food residues in
the oral sulci long after meals; poot bolus formation; slowed
oral transit; repeated tongue pumping for retropulsion of
the bolus; delayed triggering of the pharyngeal swallow
reflex; reduced diameter but prolonged opening of the
upper oesophageal sphincter; to vallecular stasis, residue in
the piriform sinuses with risk of aspiration and true aspiration
[4-6]. For some individuals, eating and drinking are addi-
tionally hampered by changes to limb control that affect
their ability to handle cutlery and cups. Studies consistently
indicate that objective changes, including silent aspiration,
precede subjective complaints of dysphagia.

Although Clarke, Gullaksen, Macdonald and Lowe [7]
found a significant relationship between dysphagia severity
and disease duration, other studies [1, 3-5, 8] have not. In
addition, the relationship to overall PD severity remains
unclear. 1-dopa therapy improves function in only a subgroup
of patients [8, 9], suggesting that dysphagia in PD is not
mediated solely by dopaminergic deficiency.

Dysphagia in PD is associated with increased morbidity
and mortality [10, 11] and may place a considerable social
and psychological burden upon the individual and their
family [7, 12, 13]. This dimension has received little atten-
tion in PD. To gain more insight into subjective aspects of
eating, we held in-depth interviews with 37 people with PD.
We asked these subjects whether PD had affected their eat-
ing; what strategies they used to cope with any effects;
whether, and if so how and how much, perceived changes
impacted on their daily living and feelings about themselves.

Methods

This qualitative study formed part of a wider investigation,
which employed a comprehensive battery of quantitative
measures to examine the prevalence, nature, severity and
impact on the individual and family of speech and swallow-
ing problems in PD. The original study recruited 141 partic-
ipants from a community-based investigation of all people
with PD in Sunderland, UK [14]. We employed qualitative
methods in a subset of these participants [15] to enable a
detailed exploration of feelings and attitudes towards living
with (possible) changes in swallowing.

A purposive sample of 37 individuals [Female (F), 14;
Male (M), 23] was identified, to achieve a group covering
men and women,; differing ages, family circumstances, stages
and duration of PD (DD) and varying severity of swallowing
symptoms. Overall characteristics of the group appear in
Table 1, including Hoehn and Yahr stage (HY) [16], Unified
Parkinson’s Disease Rating Scale (UPDRS) [17] totals and
swallowing (sw) subscores, millilitres/second (ml/s)
achieved in the glass of water test [18] and score on a ques-
tionnaire (QS) about changes to eating behaviours (see
Appendix 1 in the supplementary data on the journal website,
http:/ /www.ageing.oxfordjournals.org/). Thirty-four subjects

were receiving dopaminergic medication [mean daily levo-
g g y
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Table |. Summary statistics for age, disease and swallowing
measures of the interview participants

Mean Range SD

Age (years) 70.89 50-88 9.63
Disease duration (years) 891 2-38 7.27
Hoehn and Yahr stage 2.67 1-5 0.97
UPDRS 1I total (normal 0) 16.67 1-33 6.56
UPDRS III total (normal 0) 38.00 8-73 17.00
UPDRS 1I salivation score (normal 0) 124 04 1.18
UPDRS II swallowing score (normal 0) 059  0-2 0.04
UPDRS II cutting food (normal 0) 1.02 0-3 1.09
UPDRS II tremor (normal 0) 124 0-3 0.86
UPDRS III action tremor right (normal 0) 121 04 1.37
UPDRS III action tremor left (normal 0) 0.83 04 1.19
UPDRS III hand movements right 1.40  0-3 0.89

(normal 0)
UPDRS III hand movements left (normal 0)  1.52  0-3 0.84
Questionnaire on impact of swallowing 31.02  5-103 24.06

(normal cut-off ~3)
Glass of water test, ml/s, normal 6.06 0.21-30.99 5.52

cut-off >10.7 ml/s

SD, standard deviation; UPDRS, Unified Parkinson’s Disease Rating Scale.

dopa-equivalent dosage 459 mg, median 451, standard devia-
tion (SD) 300.22, range 0—1350]. The participants in the sutvey
not interviewed (7 = 104) received a mean daily levodopa-
equivalent dose of 381 mg (median 300, SD 294.22, range
0-1221). The difference between groups was not significant
(#=0.65; P = 0.168 two-tailed). Twelve people interviewed
had had contact with speech-language therapy services at
some point: three participants with a one-off appointment;
three participants for three-spaced-out advice sessions and
six participants for treatment sessions. Only one participant
recalled receiving advice on swallowing. All participants
joined after informed consent in accordance with Local
Research Ethics Committee approved procedures.

A semi-structured interview schedule was developed to
explore the onset of possible swallowing changes, their impact
and strategies used to manage the changes. Interviews with
one of the research team (E.IN. and N.M.) took place in par-
ticipants’ homes, lasted ~45 min to 1 h and were audio-
recorded. Carers could be present, but it was emphasised
that initially we were interested in the views of the person
with PD. Vetbatim transcripts wete made and imported
into NUD*IST N6 [19] for analysis. Transcripts wete read
on screen, and data were coded to a developing node tree of
categories agreed within the research team. Key themes
were derived from the categories. Results of quantitative
measures were also imported to allow matching of individ-
ual patient details (enclosed in brackets below after quota-
tions) with qualitative text. Sampling and analysis continued
until categories were saturated, and no new information
emerged. Results were fed back to participants for confir-
mation and clarification.

Findings

Two broad themes emerged from the interview analysis—
effects on swallowing of undetlying physical changes and
psychosocial impact. Within the physical changes theme,
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subthemes emerged in relation to oral-pharyngeal-laryngeal
changes, manual changes and effects of fatigue. Within the
psychosocial impact theme, subthemes centred on altera-
tions to eating habits, feelings of stigma, need for social
adjustment and carers’ issues.

Frequencies for ratings on selected UPDRS subitems
reflecting physical impairment appeat in Table 2. These can
be viewed in the light of the words of participants below
compared with their individual profiles, which illustrate a lack
of any consistent relationship between physical measures and
perceived impact of changes. Strength in the arms and hands
affected ability to cut food; tremor and dyskinesias impaired
the ease or possibility of bringing food or drink to the mouth.
‘I notice when I'm picking a cup up now; I’'m spilling more
than I’m drinking’ (F 76, DD 3 years, HY 2, UPDRS tremor
2, UPDRS sw 1, ml/s 4.5, QS 20). “‘Well if there’s anything to
cut with a knife ... I just have to leave it’ (M 68, DD 7 years,
HY 2, UPDRS sw 0, ml/s 8.31, QS 17). Reduced strength
and endurance rendered lengthy or hard chewing problem-
atic. ‘I love Yorkshire puddings [note: a relatively soft food|]
but I’ve got to chew and chew, and in the finish I often just
have to take it out’ (F 67, DD 10 years, HY 3, UPDRS sw 2,
ml/s 2.08, QS 26). Managing saliva was a factor faced by
some. This and the perceived stigma of having to continually
wipe the mouth and have a handkerchief ready was an ele-
ment influencing psychosocial impact. ‘He doesn’t want to
face people when he’s eating, he slavers you see’ (M 84, DD 8
years, HY 2.5, UPDRS sw 0, ml/s 1.66, QS 17).

Eating was almost invatiably slowed—from reduced
rate and strength of chewing, problems manipulating the
bolus and difficulty clearing food from the throat. ‘I can
chew but I've got to chew for a long, long time. I used to be
a quick eater but now it takes me ages. In fact by the time
you get to the end of it you’re sick’ (F 67, DD 10 years, HY
3, UPDRS sw 2, ml/s 2.08, QS 26). These problems
extended to swallowing medication. ‘Sometimes I just can’t
swallow my pills’ (F 55, DD 19 years, HY 4, UPDRS sw 1,
ml/s 3.85, QS 27); ‘I have bother getting a tablet down,
sometimes they sort of stick there and you cough them back
up’ (F 74, DD 5 years, HY 2, UPDRS sw 1, ml/s 11.19, QS 4).

Choking, even just the fear of it, featured prominently as
distuptions to meal times. ‘It’s awful, you have to order
something you know you’re not going to choke on’ (F 55,

DD 19 years, HY 4, UPDRS sw 1, ml/s 3.85, QS 27); I feel

Table 2. Frequencies for ratings of the interview participants
on selected UPDRS II and III subitems

Rating (0 normal) 0 1 2 3 4
UPDRS 11 salivation 12 12 7 4 2
UPDRS II swallowing 18 16 3 0 0
UPDRS II cutting food 17 6 10 4 0
UPDRS 1II tremor 8 14 13 2 0
UPDRS III action tremor right 16 9 3 6 3
UPDRS III action tremor left 19 12 2 1 3
UPDRS III hand movements right 6 14 13 4 0
UPDRS IIT hand movements left 6 10 18 3 0

UPDRS, Unified Parkinson’s Disease Rating Scale.
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like my throat is tight, it feels like I have something there
and I cannot move it’ (F 76, DD 3 years, HY 2, UPDRS sw
1, ml/s 4.5, QS 20). “‘We don’t go out for meals now as I'm
always frightened I choke’ (F 55, DD 19 years, HY 4,
UPDRS sw 1, ml/s 3.85, QS 27). Others felt altered sensa-
tions in their mouth and consequent changes to food appre-
ciation affected eating.

Participants were asked how they coped with changes.
Strategies revealed a wide range of self-taught compensations
or ones adopted on advice from others. Modified cutlery, cups
and plates helped. Taking smaller sips or bites; having someone
tenderise, mash or liquidise food beforehand; taking ones time;
avoiding certain foodstuffs were other solutions.

Although compensatory tactics may aid eating, they did
not necessarily lessen the psychosocial impact for the
person with PD and their family. Loss of mealtime enjoy-
ment from slowness, changed diet and dependence on a
carer to cut food added to a feeling of misery for some. One
participant spoke for many when expressing the feeling of
guilt and selfishness at causing all the disruption to family
mealtimes and placing added burden on the carer. Restrict-
ing diet to particular foods or preparing dishes in a more
manageable fashion may aid swallowing, but this could
mean extra shopping, preparing two sets of meals and added
preparation time on top of an already full day of caring.

All or any of these vatiables could combine to alter social
habits around eating—cessation of eating out, trips to the club,
inviting friends for a meal. Only exceptionally had participants
become withdrawn from close family mealtimes. Nevertheless,
the fact that they remained at the table long after others had
finished and that food had gone cold in the meantime could
contribute to the perceived burden of swallowing difficulties
and detriment of the personal and social enjoyment of eating.
‘Sometimes I start off with the steak on the plate, and he’s fin-
ished his and washed up and I still ... haven’t gotten half way
through mine and I give up. I just leave it’ (F 55, DD 19 years,
HY 4, UPDRS sw 1, ml/s 3.85, QS 27).

A recurrent theme concerned how carers became affec-
ted. ‘Didn’t affect me, it affected me wife. She had to do
most of the things for me’ (M 75, DD 8 years, HY 4,
UPDRS sw 2, ml/s 1.29, QS 22). ‘If I’'m shaking a lot trying
to get something on the fork or spoon, it just ends up on the
floor, so I shout for my wife and she just feeds us” (M 67,
DD 18 years, HY 4, UPDRS sw 0, ml/s 4.63, QS 9). Carers
spoke of loss of quality in their lives from the added drain
on time and energy and disruption to family life from extra
or separate preparation of food, not being able to eat
together, extra time to eat, to clear up, not going out, not
having visitors around to dine. “‘When he’s finished I have to
clean up, it’s on the floor or down his clothes” (M 74, DD 8
years, HY 3, UPDRS sw 0, ml/s 2.3, QS 6).

Contflicting with this sentiment, carers may expetience
guilt seeing their partner struggling to eat, not enjoying
meals, drinking and eating less or not so exciting food,
whereas they themselves eat whatever they wish. Fear of
choking and what to do if their partner should choke was a
worty for some. Partners may additionally worry that their
husband/wife was not eating or drinking enough to sustain
them.
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On the positive side, not everyone experienced all or
any of these problems. Others faced changes but had suc-
ceeded in making adjustments to how, what and when
they ate and drank, meaning they could maintain mealtime
enjoyment long after difficulties arose. Initiatives covered
those aired above (slowing; smaller portions/sips; finer
cutting or tenderising, avoidance) as well as adopting a
particular posture for swallowing, eating little and often;
so, they could be satisfied at main family mealtimes with a
smaller portion, managed in the time others took for their
main meal.

It was not our aim to establish why strategies worked for
some and not others. However, remarks pertinent to the
topic were made. These were in the direction of a determi-
nation to keep going and succeed at all costs; the influence
of real and perceived family support and appreciation of
problems faced. ‘I just try hard to get through it” (M 70, DD
4 years, HY 4, UPDRS sw 0, ml/s 9.37, QS 15); ‘Oh I'd still
go out but I'd just make sure that I had something that
wouldn’t choke us you know’ (F 67, DD 10 years, HY 3,
UPDRS sw 2, ml/s 2.08, QS 206); ‘I just accept it, it doesn’t
alter my enjoyment of mealtimes’ (M 67, DD 18 years, HY
4, UPDRS sw 0, ml/s 4.63, QS 9).

Discussion

The views expressed in this study move beyond eatlier
reports in emphasising that underlying swallowing impair-
ment need not be severe to occasion significant impact.
There was clear incongruence between statements concern-
ing individual impact and the apparently mild picture of
changes gained from other disease stage and severity mea-
sures. Impact exerted significant influence on peoples’ lives,
and the swallowing problems had consequences as likely to
encroach on the carer as on the person with PD. Furthermore,
effects impinged not narrowly on chewing and swallowing
but on broader practical and social activities surrounding
mealtimes (e.g. shopping, preparation, clearing up and
socialisation). Positive coping strategies wetre found, but
what might help the person with PD could be an added burden
for the carer; what might be a solution for one family
proved negative for another.

In general, such views accord with outlooks found for
other neurological conditions, in how swallowing changes
can negatively impact quality of life. They also concur with
the widespread acknowledgement that major illness impacts
on the life of carers as much as on the person with the primary
condition [20, 21].

Several other implications can be drawn from this study. In
as far as the precise issue for individuals and families could dif-
fer markedly, as could what constituted an ideal or workable
solution, a very much individual approach to management is
advocated. Off-the-shelf dysphagia management programmes
ot techniques unmodified to individuals’ circumstances, and
petceptions are unlikely to succeed if this is not acknowledged.

In reviewing PD status or considering referral for sup-
port for swallowing difficulties, questioning must cover
swallowing from more than a perspective that asks whether
choking is present or not on screening tests or imaging

Dysphagia in Parkinson’s disease

assessments. Rather it should also probe possible wider
repercussions that swallowing changes can exert on self-
esteem, enjoyment, family dynamics, fatigue and social life.
Few of the families interviewed ranked swallowing amongst
the highest negative consequences of their PD. Neverthe-
less, for all but a few, it was a significant factor in adding to
their perceived burden and worties.

In terms of supporting families, most felt that they were
dealing with swallowing changes alone and that nothing
could be done against inevitable decline. This degree of
pessimism is not warranted. Despite a lack of randomised
controlled studies [22], there are indications that improve-
ment can be brought about by relatively straightforward
interventions [23-26]. What needs to be ensured is that
services are organised to cover training for families and sub-
sequent monitoring. It is important at all stages of PD to
evaluate swallowing status [18, 27, 28]; to harness the
resources of the multidisciplinary team in supporting and
maximising function [29, 30] and through this prevent or
delay onset of several avoidable problems in feeding and
swallowing in PD.

Key points

e Swallowing impairment need not be severe to cause sig-
nificant impact on the lives of people with PD and their
carers.

e Fating is a social activity, and physical changes affecting
chewing, swallowing and manual skills can have pro-
found psychosocial consequences for individuals.

e Adjustments to how, what and when people ate and
drank could extend mealtime enjoyment in the face of
increasing difficulty.

e However, the same adjustments could be perceived by
other families as an increase in pressure in relation to
mealtime preparation and organisation.

e Screening to enable early detection of physical swallow-
ing changes and psychosocial distress has the potential to
prevent or delay avoidable secondary problems.

Funding

The work was made possible through financial support
from the Parkinson’s Disease Society (UK), the Rhoda
Lockhart Trust and the Grace Patching Memorial Fund. We
gratefully acknowledge their support.

The sponsors played no role in the design, execution or
interpretation of the study.

Conflicts of interest

The authors have no conflicts of interest.

Ethical approval

The Sunderland Local Research Ethics Committee reviewed
and approved the design and methods of conduct for this
study.

617

9T0Z ‘T Joquiesaq uo 1senb Aq /Bio'sfeulnolpioyxo-Buiebe//:dny woly pepeojumoq


http://ageing.oxfordjournals.org/

N.

Miller et al.

References

1.

Nilsson H, Ekberg O, Olsson R, Hindfelt B. Quantitative
assessment of oral and pharyngeal function in Parkinson’s dis-
ease. Dysphagia 1996; 11: 144-50.

Potulska A, Friedman A, Krolicki L, Spychala A. Swallowing
disorders in Patkinson’s disease. Parkinsonism Relat Disord
2003; 9: 349-53.

Proulx M, de Courval FP, Wiseman MA, Panisset M. Sali-
vary production in Parkinson’s disease. Mov Disord 2005;
20: 204-7.

Castell JA, Johnston BT, Colcher A, Li Q, Gideon RM, Castell
DO. Manometric abnormalities of the oesophagus in patients
with Parkinson’s disease. Neurogastroenterol Motil 2001; 13:
361-4.

Ertekin C, Tarlaci S, Aydogdu I e al. Electrophysiological
evaluation of pharyngeal phase of swallowing in patients with
Parkinson’s disease. Mov Disord 2002; 17: 942-9.

Blumin JH, Pcolinsky DE, Atkins JP. Laryngeal findings in
advanced Parkinson’s disease. Ann Otol Rhinol Laryngol
2004; 113: 253-8.

Clarke CE, Gullaksen E, Macdonald S, Lowe F. Referral crite-
ria for speech and language therapy assessment of dysphagia
caused by idiopathic Parkinson’s disease. Acta Neurol Scand
1998; 97: 27-35.

Monte FS, da Silva-Junior FP, Braga-Neto P, Souza M, de
Bruin VMS. Swallowing abnormalities and dyskinesia in
Parkinson’s disease. Mov Disord 2005; 20: 457—-62.

Hunter PC, Crameri J, Austin S, Woodward MC, Hughes AJ.
Response of parkinsonian swallowing dysfunction to
dopaminergic stimulation. ] Neurol Neurosurg Psychiatry
1997; 63: 579-83.

10. Johnston BT, Li Q, Castell JA, Castell DO. Swallowing and

11.

12.

13.

14.

15.

16.

esophageal function in Parkinson’s disease. Am ] Gastroenterol
1995; 90: 1741-6.

Wang XD, You GF, Chen HB, Cai X]. Clinical course and
cause of death in elderly patients with idiopathic Parkinson’s
disease. Chin Med ] 2002; 115: 1409-11.

Ekberg O, Hamdy S, Woisard V, Wuttge-Hannig A, Ortega P.
Social and psychological burden of dysphagia: its impact on
diagnosis and treatment. Dysphagia 2002; 17: 139—46.
Andersson I, Sidenvall B. Case studies of food shopping,
cooking and eating habits in older women with Patrkinson’s
disease. ] Adv Nurs 2001; 35: 69-78.

Allcock LM, Ullyart K, Kenny RA, Burn DJ. Frequency of
orthostatic hypotension in a community based cohort of
patients with Parkinson’s disease. ] Neurol Neurosurg Psychi-
atry 2004; 75: 1470-1.

Miller N, Noble E, Jones D, Burn D. Life with communication
changes in Parkinson’s disease. Age Ageing 20006; 35: 235-9.
Hoehn MM, Yahr MD. Parkinsonism: onset, progression and
mortality. Neurology 1967; 17: 427—42.

618

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

Goetz CG, Poewe W, Rascol O ¢ al. The Unified Parkinson’s
Disease Rating Scale (UPDRS): status and recommendations.
Mov Disord 2003; 18: 738-50.

Nathadwarawala KM, Nicklin J, Wiles CM. A timed test of
swallowing capacity for neurological patients. ] Neurol Neuro-
surg Psychiatry 1992; 55: 822-5.

QSR. QSR NUD*IST N6. N6 edition. Doncaster, Victotia:
QSR International Pty Ltd, 2002.

Thommessen B, Aarsland D, Brackhus A, Oksengaard AR,
Engedal K, Laake K. The psychosocial burden on spouses of
the elderly with stroke, dementia and Parkinson’s disease. Int ]
Geriatr Psychiatry 2002; 17: 78—84.

Schrag A, Hovris A, Motley D, Quinn N, Jahanshahi M. Fac-
tors contributing to caregiver burden and carer quality of life
in Parkinson’s disease. Mov Disord 2004; 19: P458.

Deane KH, Whurr R, Clarke CE, Playford ED, Ben-Shlomo
Y. Non-pharmacological therapies for dysphagia in Parkinson’s
disease. Cochrane Database Syst Rev 2001; 1.

Nagaya M, Kachi T, Yamada T. Effect of swallowing training
on swallowing disorders in Parkinson’s disease. Scand ] Rehabil
Med 2000; 32: 11-5.

El Sharkawi A, Ramig L, Logemann JA e¢f al. Swallowing
and voice effects of Lee Silverman Voice Treatment (LSVT
(R)): a pilot study. ] Neurol Neurosurg Psychiatry 2002; 72:
31-6.

Pinnington LL, Muhiddin KA, Ellis RE, Playford ED. Non-
invasive assessment of swallowing and respiration in Parkinson’s
disease. ] Neurol 2000; 247: 773-7.

Hockstein NG, Samadi DS, Gendron K, Handler SD.
Sialorrhea: a management challenge. Am Fam Physician 2004;
69: 2628-34.

Mari F, Matei M, Ceravolo MG, Pisani A, Montesi A, Provin-
ciali L. Predictive value of clinical indices in detecting aspira-
tion in patients with neurological disorders. ] Neurol
Neurosurg Psychiatry 1997; 63: 456—60.

McHorney CA, Robbins ], Lomax K e 2/ The SWAL-QOL
and SWAL-CARE outcomes tool for oropharyngeal dys-
phagia in adults: III. Documentation of reliability and validity.
Dysphagia 2002; 17: 97-114.

Department of Health. National Service Framework (NSF)
for Long-Term Conditions. United Kingdom: Department of
Health, 2005.

NICE (National Institute for Clinical Excellence). Parkinson’s
Disease: diagnosis and management in primary and secondary
care: draft for second consultation. London, UK: National Col-
laborating Centre for Chronic Conditions, Royal College of Phy-
sicians, 2006. http://www.nice.org.uk/page.aspxro=289464
(4 April 2000, date last accessed).

Received 6 April 2006; accepted in revised form 14 August 2006

9T0Z ‘T Joquiesaq uo 1senb Aq /Bio'sfeulnolpioyxo-Buiebe//:dny woly pepeojumoq


http://www.nice.org.uk/page.aspx?o=289464
http://ageing.oxfordjournals.org/



