Living with Hope in the Midst of Change:
The Meaning of Leisure within the Context of Deniant

by
Mary Rebecca Genoe

A thesis
presented to the University of Waterloo
in fulfillment of the
thesis requirement for the degree of
Doctor of Philosophy
in
Recreation and Leisure Studies

Waterloo, Ontario, Canada, 2009

© Mary Rebecca Genoe 2009



Author’s Declaration

| hereby declare that | am the sole author ofttiesis. This is a true copy of the thesis,
including any required final revisions, as acceigany examiners.

| understand that my thesis may be made electribpeaailable to the public.



Abstract

Research exploring identity in the dementia contexéals that some aspects of personal
and social identity persist in dementia while oshevolve as persons living with dementia find
ways to live with the changes in their lives. leescan be a space for developing and
expressing identity and a space to resist steramatijnages and social expectations. Leisure
may also play an important role in providing meaih activity and engagement in life.
Nonetheless, the meaning and experience of leisuh® context of dementia have received
very little attention in the literature. Guided thyee personhood movement, this
phenomenological study aims to understand the stisgeexperience of dementia and the
meaning and experience of leisure in the livesesgpns living with early stage dementia. It
explores leisure’s role in identity maintenance/andevelopment and leisure as a space for
slowing down the process of dementia and resistiiggna associated with dementia and
identity loss that could occur in dementia.

Four persons living with early stage memory lossewecruited through local agencies
to participate in this study. Each participantaed in four conversational interviews
following McCracken’s (1988) long interview formalnterviews were recorded and
transcribed verbatim. Data were also collectedugh participant observation. The
participants and | engaged in at least one of fagurite leisure activities together. Detailed
field notes were recorded following each participalsservation session. Using the method of
photovoice, participants were given disposable camand asked to take photos of objects,
places, and subjects that were meaningful for feaure. These photos were discussed in
Interview 2. Data were analysed in a manner ctergisvith phenomenology.

Findings revealed that the participants experieticen journeys of memory loss within
a paradox of challenge and hope. Participantspoded the negative aspects of living with
memory loss with the positive aspects of theirdiv&ssences of the experience include
struggling with changein which participants experience a wide varidtglmallenges as a
result of being diagnosed with memory loss, inalganuddled thinkingfluctuating abilities
draining energyfrightening awarenessnddisquieting emotionsHowever, participants
counter these changes with the variety of wayshickwtheytackle life with dementia
includingreconciling life as it isbattling through the changes by being proactlixeng
through relationshipsbeing optimisticandprolonging engagement in meaningful activity
Participants also experientteeatening assaults on identitiesldentity is threatened in terms
of disappearing roledosing independeng¢struggling with demeaning images and
expectationsandlosing confidence However, participants juxtapose these threagenin
assaults byipholding identities They do this bgmphasizing abilities through leisyre
changing perspectiveandengaging in life through leisure

This study deepens our current understandingseo$iibjective experience of dementia
and leisure’s role within that experience. It Isalis to understand the experience of leisure
within the context of memory loss in terms of fditeworld existentials: lived time, lived
space, lived body, and lived other. The findinig® @ontribute to our understandings of how
persons living with dementia use leisure to resistaster status of dementia. Participants in
this study used leisure as a space for resistitigthe stigma of memory loss and the
progression of memory loss. They overcome cha#leng their leisure to demonstrate to
themselves and others that they have many remaatiitijes and are able to maintain valued
aspects of their identities.



The findings suggest that service providers, faitmgmbers, and persons living with
dementia should carefully consider the meaningisiire and find ways to facilitate
involvement in leisure that is meaningful for persadiving with memory loss. In terms of
future research, leisure in the context of relatiops, including the importance of advocacy
work for persons with dementia, should be examingithough this study provides insight
into the possibilities of alternative methods faderstanding the experience of memory loss,
further exploration is needed in this area.



Acknowledgments

| owe a great deal of thanks to a number of peaple have supported me throughout this
research journey.

First, thank you to my advisor, Dr. Sherry Dupu¥our support and insight, academic and
otherwise, have been invaluable throughout my degiidhank you for providing me with so
many valuable research opportunities and expergenkteel very fortunate have such a
wonderful mentor as | begin my academic career.

Also, thank you to my committee members, Dr. Suav§IDr. Lori Schindel Martin, Dr.
Suzanne Tyas, and Dr. Douglas Kleiber, for youigim$ul comments and encouragement
along the way.

| would like to thank the participants in this spuavho are truly inspirational as they fight
dementia and live out their journeys with courage grace. Thank you for sharing your
stories, your time, and your leisure with me.

| am also very grateful for the support of the tacand staff of the department of Recreation
and Leisure Studies. This department is a warmwagildoming environment and | feel lucky
to have been part of it for the past four years.

Thank you to Karrey Gibson, transcriber extraoruleaAlso to Jennifer Carson, whose
musical talents made up for my lack there of.

Thank you to my husband, Chris. Your support armbaragement have made a world of
difference along this journey. Your willingnesswork through phenomenology with me
untied the knots in my brain and helped me to digtappreciate the philosophy. Thank you
for your unwavering support over the past four gegour belief in my abilities, your thorough
editing of this thesis, your sense of humour thatlenthe journey more fun, and your patience
through the stress and madness of completing a PhD.

| also owe thanks to my family. To my sistersshrand Cassie, thank you for being there
when | needed to procrastinate, or just neededsiorny brain. Our afternoon telephone calls
and instant messaging chats provided me with maisyrle moments that restored my spirit.
Thank you to my father for his support, particufan helping me to navigate the world of
academia.

Thank you to my fellow grad students, both in teealtment of Recreation and Leisure
Studies, and in the Aging, Health and Well-beinggoam. | feel honoured to have had your
support and friendship along the way.

Finally, I would like to acknowledge the Alzhein@ociety of Canada for funding this
research.



Dedication

For my mother,
Sheila Genoe
1945 - 2006

Vi



Table of Contents

IS A T U Xi
IS A0 ) o 0 (0 RSO Xii
(@4 aF=T o] (=1 g I [ 1 o Yo [1 [ £ o ISP 1
Understanding DEeMENTIA .......cooivieiii i commeee et e e e e e e e 3
The personNO0d MOVEMENT.............uuuuu s s s e e e e eeeeeeeeeeeeeasaaaaa e s seneeassaaaeaeaaaees 5
Leisure and the Subjective Experience of Dementia............cccoeeeeeiiiiiiiiiiiiiiiiiieees 8
P U DO S .. e e et ettt e e e e e r e aees 9
Chapter 2: LItEratUure FEVIEW .........uuuu e eeee e e e e e e ettt a s e e e e e e e e e e e eeeeeeeeaeeeeeeesessnnnnns 12
The Subjective Experience of DEMENTIA ........cceeeiiiiii e arerea e 12
ldentity and DEMENTIA..........cceuiiiiiiiieeeeee it e e eb bbb e e e e e e e 23
LeiSUre and DEMENTIA .........cciiiiiiietet i sttt et ettt e e e e e e e e e e seeess s e e e e e e eeeaeaaeaens 29
Therapeutic recreation and dementia........coooooe oo 31
The effects of leisure 0N COgNItIoN ........coceeiiiiiiiiie e 34
LeiSure and ideNTItY .........ooiiiiiiiiiiiiet ettt e e e e e e e e e e eeeee e nnnneeeeseeeenn s 36
LEISUIE @S IESISTANCE .....coiiiiiiietere e e ee bbbttt e e e e e e e e e e e e s s ssrmr e e e e e e e e e e aeeeeas 42
SUMIMBIY ...ttt e mmm e ettt ta e e et e e et e e e e e e e tba e e e e e e bmmmmmsa e e eeeeesbnn e eeeeesnnnnns 48
(@ g F=T o] (= g Bl 1Y/ =1 oo S 50
L goTo [FTox 1 o] o PSS ORPPPPPPRTI 50
Epistemological ASSUMPLIONS......cccciiieiiiieeeeeee et e e e e e e e e e e e e e eeeeeneeeeeeeesennnne 51
[ aT=TToT0 0 T=T o] (o]0 )V TSRS PR 51
Existential phenomenolOgy...........uuuuriiiceeeiis e s 51
Understanding lived eXPeriENCEe........oooo oo ee e 54
Phenomenology and demential..............vviceeeeeeeiniiiiiie e e 57
RESEAICN DESIQN ... e e e e et e ettt e e e nnne et e bbb s 58
Participant reCIUIIMENT. ........uuueiiiis e e e e e e e e e e eeeeeeaeeeeaeeeeeeeennees 59
PaArTICIPANTS. ... ettt e e e e e e e e e e e e e e e e e e e e e e eeeeeanrnaana 60
N - T QTP PPPTPP 60
AL . e ———————a e e e e e e 63
CRAIES ... e 65
1= WU UUUUPPPPTPPPPRPRPRRN 67
INMEEIVIEWS ...ttt ettt ettt e e e e e e e e e e e e s s et bt e e e e ee e e e e e e e e nnbbbeeeee e 69
Participant ODSEIVALION............uuuei e e e e e e e 71
[ 10] (01 0] o =TSP PPPPPPPPP 75
Data COIECHION PrOCESS .....ccevviiiiiiieees s e s e e e e e e e e e e e e et e eetbbaetb e e e s eeesea s s e e e e e e e aeeeeees 80
D= U= B g oL £ S 84
CrYSTAIlIZALION ... e e et e bbb e e e e e e eees 86
Ethical CONSIOEIATIONS ......uuuiiiiiiiiiiiiiiiii e e e e e e e bbb e e e e ee s 91
Chapter 4: Living with Hope in the Midst of Change ..., 96
Introduction: The Paradox of Challenge and HORE . .evvvvvvvvieiiiiiiieeeeeeeeeeeeeeeev e 96
Struggling With Change .......cooo e 100
1Yo Lo 7= o It 1T 1T T PRSP 100
Disconcerting forgetfulNess ... 101
Distracting CONCENTIAtION ..........ccoiiiiiitceeeee ettt s e e e e e e e e e e e eeeeeeeeeernnnnneeeeennnnes 103
Losing access t0 thOUQNTS ... 104

vii



Baffling enVIFONMENT.........oooiiiiiii e s 105

L]0 o] [=250] g T=TN [== 1 o 11 T T 107
Fluctuating abilities........ oo 108
D=V a1 o =T =T (0 | 111

Diminished strength and Capacity............ceeeemmiieiie e 111

Fleeing motivation and INTEreSt............uueeeerriririiiiieiee e e e eeeeeeeeeeeeevveeeeannareenene 114

FEeliNngS Of INEITIA .....ociiiiieiiiiiei e erea e e e e e e e e e e eeeas 115
Frightening AQWAIrENESS .......cuuuuuuiiiiii e e eeeeeeeiiiirr e e e e e e e e e e e e e e eeeeeaaae e nnaarrsnnnn s 116
(Do [T T=3 1] g o =T g a1 ] £ 0] 1S 117

Tackling Life With DemMENtIa...........ccooiiii e eree e e e e e e e e aaes 122
ReCONCIING [IfE @S 1T IS....iiiiieiiiiiiiieeeee e 122
Battling through by being proactive ..o 125

Stalling decling With @CHVILY .........cooiiii e 125

(@0 11 o 1 01T .4 2 133

Maintaining a Sense Of NUMOUT ...........uuui e e 135

AVOIdING SIrESS @NU WOITY ....ciiiiiiieeeeeiitceeeenaee s s e e e e e e e e e e e e e e e eeeaeeeaann s s 136

BEING OPEN (OF NOL) ..ottt ettt e e e e e e e e e e e e e e e eeeeeeeeeeeenne 138
Living through relationShipS .........ooi i e e 140

SUPPOItiNG €ACH OtNEI .....coiiiiiiiiei e e e e e eee e eeeeenees 140

Being together to secure a sense of beloNQINGuccevvveeeeeiiiiiiiiiiiiiiie e, 146

TrUSHING IN OtNEIS ..t e e e e et e e e et ettt rs e e es 148

2 LT o = U o1 =T o (=T R 149
BeING OPLIMISTIC ...ttt re et e e e e e e 151

Feeling hope for today and tOMOITOW. ..o eeeeeeeeereeeeeiiiiiiirnae e e e e e e eneeeens 152

FOCUSING ON the POSITIVE ...t eeenaees 155

Comparing Self t0 OtNEIS.......uuii e s 159

NOIMAaliZING EXPEIENCES .....vuueieiiiiie e eeeeeee ettt e e e anaaaeeaeeaaaas 160
Prolonging engagement in meaningful aCtivitieS..........cvvieiiiiiiiiiieeeieeeeeeeiieees 162

Seeking help to IMProve a SItUALION......... e eeeeeeeiiiiiiiiiiaaee e e eeeeeeeeeee e 162

FaN L= T T T [T ] U = R 164

Threatening Assaults ON IdeNtities..........ceeeeeeriiiiiii i e 171
D721 o] 01Tz T[T I o ] L= PSRRI 171
(o1 g 1o WTqTo (=] 0 =T 0 o (=] ool U 175
Struggling with demeaning images and expectations.............cccccevvvvevvvieiniineeenn. 177

Accepting overreactions Of OtNErS ...........coereiiiii e 180
LOSING CONTIABNCE ...ttt e e e e e e e e e e e e e e eeeeeeeeeeeeeeeennnnnnes 181

(@ T0] aTo] (o [T g o [ [=] o1 1] 1 T= TSP PP PP UPUPPPPR 184
Changing PEISPECLIVES ......uuuuuiiiiie i e et e e e e e e e e e e e e s s 184
Reaffirming self through l€ISUre ............oeeeiiiiiiiee e 187

Sustaining valued aspects of Self .........ooceeeeeeiiiii i 187

EMPhasizing abilitieS .........coooviiiiiii e 199
Engaging with life through [€ISUre..........oo e 202

SeIZING OPPOITUNITIES ... ettt e e e e e e e e e e e e e e eeeetbeeenneeeeeeennnnes 203

SustaiNing SOCIAl PEISONAE .........cccivieieeceeemmreee e e e e e e e e e e eeeeeeeeeeraaa e as 206

Appreciating the simple things in life ... 209

Having fun and enjoyMEeNt...........cooiiiiiiiiiiiiiciese e e e e e e e e emnanneennnes 210

viii



Appendix H: Thank You Letter

RENEWAL ... e e e 212

11T T 1 T USSP PURUPSR 213
ClaiMING SPACE ... .ottt e e e e e e aaaa e e e e e e e e e e e eeeees 214
[ P2 AV o T 01U [ Lo 1= 217
Feeling a sense of accompliShment..........ccoiiiii e 220
Creating enduring MEMOFIES.........cciiiiiiiceeeeeeeeeeeinaaaa e e e e e eeeeeeaeeeeeeeesersnnnn——ersrnnnnns 222
SUMIMBIY ..ottt e oot e et e e e e e ettt e e e e e eesba e e e e e eesmmaa e e e e eeesnnn e e eaeeennnnnns 227
Chapter 5: Discussion and CONCIUSIONS.........ccceeiiiiiiieeieiiieeeeeeer e eeeeeeeee e e e e 229
Understanding Life With MEmOrY LOSS..........ceeeeeiiieiiiiiiiiiiiiaar e e eeeeeee e 229
LY=o IS o = o = 235
1V To I o T To |V PP 237
A VZ=To 1] o = ST TTPPPP 240
LIVEA ONEI ...t e e e 242
Leisure as a Means of Coping With Demential...ccccee....vvvveiiiiiiiiee e 246
Meaning-fOCUSEA COPING. .. iiiiiiieeiiiei et ieeeeene ettt e e e an e e e e e e e e e e e eeaes 247
Continuity and transformation ..............oicecceeevviiiieie e e 251
Overcoming challenges iN [@ISUIE........ .. oo eeeeeeiiiiiiiee e eeeeeieeeeeeeeeeeees 254
Negotiating Identities Through LEISUIE .......cccceeiiiieiiiieeeeeerr e e 258
OVEercomMinNg @ MASEET STATUS .......uuuu v e e e ettt e e e e anaaaeeeeeeeaaaaas 260
Considering identity as a social CONSTIUCHION ceeeeeetvriieeeeeeeeiieeeeeeie e 262
Meeting identity values through | ISUre...........ooueiiiiiiiiiiiiii e 264
LeiSure and ideNTItY .........ccooiiiiiieeeees e e e e eeeeetaaee s s s e e e e e e eeaeeeeeseeeeaneseeeeeneesnnnnnns 266
Creating MEIMOTIES .....cciiiiieeeiitieiie s ammmmme e e e e e e e et eeettabba e e e e e e e e aeeaaaeeeeaaaeaeaaeeeeeeesennes 267
‘Not Just a Nomad Wandering in the Desert’: LeisaBeResIStance ........cccceeeevveeeeeeeenenee. 269
Weathering the sandstorm: Resisting progressiorsagiha of dementia .................... 270
Finding an oasis: The intersection of identity agsistance .............cccccccvvvvciieeen 274
Contributions t0 PersonnOOd .............ooo oo 276
Engaging in Leisure Together: The Reciprocal Natdfeelationships............ccccceeennnn. 278
From Plunging into the Ocean to Basking in the &ures Reflecting on the Research
[0 10 [ 1 012 Y PP UPPPTRPPPPTRPPRN 279
Making new friends: Data COIECHION..........comeeeeiiiiiiiiiiii e 284
Drowning in data: Data analySiS.............ueeeeemreeeeeiiiiiieeeirsr e e e e e e e reen e e e 288
‘A Picture is Worth @ Thousand WOrKAS'........coeeeeeeiiiineeeeeeeeeeeeeeeiiiiis e 290
Practical IMPlICALIONS ......cccceeiiieiceeeeeeeeeee e e e e e e e e e e e e e e eee e e e e eeeeeeeeeenannes 291
FULUIE DIFECHIONS ...ttt s e e e e e e e e et et et et bbb s e e e e e e e e e e e e e e 295
(@] (o1 11 5] o] o TS TTTRTP 299
] (=T (=] o =L PR SRRPPPPP 301
Y o] o= T [T =P UPOPPS 313
Appendix A: Telephone Script for Contacting AQeNCI8 ..........coeeeeeiiiiiiiiiiiiiiiiiiaan e 313
Appendix B: Script for Meeting With AQENCIES.....cu.ieeiiiiiiiiieeeieeer e eeeeeee e 314
Appendix C: Fact Sheet for AQENCIES ........cooiiiiuiiiiiiiieee s 316
Appendix D: Participant Information Letter...........ccovviviiiiiiiiiiiiiiseee e eveeeeeee e 319
Appendix E: Fact Sheet for Potential PartiCipantS.............cccoovviiiiiiiiiiiiiiiiie e 320
Appendix F: Telephone Script for Contacting Potental Participants..............cccccccvvveeee. 323
Appendix G: Declaration of Informed CONSENt......cc...uuiuuiiiiiiiiiiie s 326



Appendix |: Final Feedback LEter...... ..o e ee e 328

Appendix J: Interview Guide fOr INtEIVIEW L.........veeveviiiiiiiiiiiieeeeeeeeeeeeeeeeeveeenmmeeaeeees 329
Appendix K: Interview Guide for INtEIVIEW 2.........ooooiiiiiiiiiiiiiiii e 330
Appendix L: Interview Guide for INterview 3 ..o eeeeeee 332
Appendix M: Sensitizing Framework for Participant Observation ............ccccevvvviiinnnnn. 333
Appendix N: Information Letter for PROOS .......ccovvvieeiiiiiiiiiiiie e 334
Appendix O: Informed Consent for PROLOS .......cooiiiiiiiiiiiiei e 335
Appendix P: Essences, themes, and sUbthemesS. ccccceooo oo, 336



List of Figures

Figure 1: The Paradox of Challenge and HOpE..........cccoiiiiiii e,

Xi

99



List of Photos

Photo 1:Jack dancing With Nis WIfe ...........oooiiiii e 102
Photo 2: Charles watches television, but has diffycfollowing the plot .......................... 104
Photo 3: Rita enjoys reading but tireS qQUICKIY ccee..vvveeeiiiiii 113
Photo 4: Charles falls asleep in his Chair ............ccceiiiiiiiiiii e 113
Photo 5: Charles playing eleCtroniC gAmMES.. e cvrrrruiiiieeeeeeeeieeeeeeiiiivi s 127
Photo 6: Rita feels good when she succeeds asawood puzzle...............cccovvvvvvvivvnnnees 127
Photo 7: Jack working 0N @ jIgSawW PUZZIE.....ccaeeeuiiiiiiiiiiiiee et 129
Photo 8: Alice USES the COMPULET ........uvieeeieiieee e e a e e e e 130
Photo 9: Charles pole WalKing ............uuuoooiiiiii e 131
Photo 10: Jack stays in shape by WalKiNg ... coceeeee.eooiiiieeeeeeiiiiiiieeiiis e 133
Photo 11: Jack stretches after NS WalK ... .eeeuuueeeeeiiiiiiiieieeiii e 133
Photo 12: Alice has coffee with a friend........cc.oooi e 142
Photo 13: Charles plays cards with his friendS ... 143
Photo 14: Alice feeds the birds on her balcony..............ooooeviiiiiiiii e 145
Photo 15: Alice had dinner with friends and family..............ooouiiiiiieeeeee, 147
Photo 16: Rita spends time with her granddaughter.............cccovviiiiiii e, 148
Photo 17: Charles uses a magnifier to read smiall pr...........ooooviiiiiiiiiiii . 164
Photo 18: Jack plays darts by himSelf...........oueeiiiiiii e 167
Photo 19: Alice plays Yahtzee with a friend ... 167
Photo 20: Rita enjoys playing cards with her friend..............cccoeee i 170
Photo 21: Jack prepares for golf ... ... oo 190
Photo 22: Jack and his golf CIUDS...........ceeeeeeece e 190
o 10T (o I S Y [T s 0F- | PP 191
Photo 24: AlICE’S PIANTS ....cciiiiiiiiieiiie s e e e e e e e e e et e e e e aetaaa s s e e s sennees s e e e e eeeeaaeeaeeenennes 192
Photo 25: Alice persists with a challenging JIgSaZzIe...........ccccooiiiiiiiiiiiiiiiiiies 195
Photo 26: AlICE'S COMMUNILY .....uiiiiiee e e i ieeeeee e e s e e e e e e e e e e e e e e eeeeeeeaeeeeeeeeennnnnes 196
Photo 27: AlICE’'S COMMUNILY ... i ieeeeee ettt e e e e e e e e e e e ee e e e e eeeeeeenennes 196
Photo 28: Alice and her granddaugnter .......ccccceecoeeeiiie e 198
Photo 29: Charles created a stand to help himread..............coooeiiiiiiiiiiiiis 199
[ L0 (o G Y T3 Y= To |1 o 204
Photo 31: Jack has started to play CroKiNOI€. . coooiieiiieiiii e 204
Photo 32: Jack has lunch at a restaurant withde¢a maintain engagement with life ........ 208
Photo 33: Rita spends time iN NEr deN ... eeeeiiiiiiiiiiii e 215

Xii



Chapter 1: Introduction

The journey towards this study commenced four yagesswhen | began to work on my
doctorate. | spent the previous year as a reoregtiogrammer in a long-term care facility,
planning and implementing recreation programs ahesigo engage persons living with
dementia in a wide range of physical, mental, aulas activities. My time at the nursing
home re-ignited my passion for working with persbwvisaig with dementia. When | arrived at
the University of Waterloo, | knew | wanted to eoqd leisure in the context of dementia, but
had not yet decided upon a specific topic. My advs suggestion that the meaning of leisure
in early stage dementia was an area that had eotd@densively explored intrigued me, and
since then, | have developed my understanding alesetirch with persons living with early
stage dementia throughout my course work, my congm&ve exams, and countless funding
applications. Both the literature | have readlmgubjective experience of early stage
dementia and the realization that there is a neeshéreased understanding of leisure in the
context of dementia have played a significant neldeveloping this project. However, my
inspiration comes mainly from my work as part af tksearch team on the Eating Together
study, which explores the meaning of mealtimegpfasons living with early stage dementia
and their families. My role as a research asdistaolved interviewing persons living with
dementia and their partners in care regarding maadt As | got to know the participants in
the study and as they learned about my interdstsare, they mentioned the importance of
leisure in their own lives. They discussed, alttobriefly and informally, their commitment
to advocacy and their use of leisure to keep tin@ids active. Their enthusiasm for their
leisure made me wonder, whdiiesleisure mean to persons living with dementiat jlsst a

way to pass the time? Or does leisure become ewea significant after diagnosis of an



illness causing dementia? How so? Their commedtae to believe that leisure may play a
very important role in the lives of those diagnoseith dementia. However, leisure may also
be one more loss in a long list of changes thatquer living with dementia experience. The
participants of the Eating Together study have ltauge the importance of living life to the
fullest, of appreciating what | have, and of sirfyptig my life. Their positive attitudes and the
hard work they put into their lives in order todiwith dementia lead me to wonder about
leisure’s role in living life to the fullest withesnentia.

My own leisure has also inspired this study. Asualent of leisure, | have learned about
the benefits of leisure. In the past, | valuediggly for other people, but the truth is, until
recently, | have paid little attention to my owerests outside of school. | always felt too
busy with school to take the time to develop mbentjust casual interests. However, recent
changes in my life have made me look at my owrnuteisn a new light, and | have come to
value it as part of my life and my personal idgniitore than ever. My leisure interests
separate me from my peers and they make my liféidimkensional. They give me respite
from the constant nagging in my brain about myaed® deadlines, and other responsibilities.
What will happen to me if | can no longer focus aaynera or if | cannot recall which way the
saddle goes on the horse? Alternatively, how woblel able to use my abilities to continue to
be myself?

This study is aimed at answering these kinds o§tioies and drawing upon the
perspectives of persons living with early stage elatiia to expand our understanding of what
living with dementia means. | am interested in ibesure means and how it is experienced
by those with dementia. This study is designealaioonly hear the perspectives of persons

living with dementia but also teeetheir lives the way they see them. | then hopesethis



information to alter perceptions about dementiagrbose living with the disease, their
family members, formal service providers, and taeagal public. In this way, | hope to be
able to produce a “portrait” of dementia that reffethe reality and complexity of the

experience as described and seen by those livitigitwi

Understanding Dementia

From the biomedical perspective, dementia refeesgooup of progressive syndromes
that affect many cerebral functions. What mighgioally appear to be simple memory loss
advances to affect all mental faculties (Jacquédaékson, 2000). Dementia includes
Alzheimer’s disease, Vascular dementia, Lewy boelypentia, Frontotemporal dementia, and
Creutzfeldt-Jakob disease (Alzheimer Society ofadan 2009a). It is progressive and cannot
be reversed, although medications can improve amtaia functioning in some people
diagnosed with memory loss for a while (Alzheimecigty of Canada, 2009b). The
biomedical model suggests that dementia progresstages, including, early, mid, and late
stages, that bring about many changes. Howeveh, @ason living with dementia is unique
and the duration and symptoms of each stage cgn(Akrheimer Society of Canada, 2009b).

The incidence of dementia is expected to increagheapopulation ages. The Alzheimer
Society of Canada (2009c) estimated that about0B00Canadians have dementia. It is
projected that within the next five years, 250 @¥hadians could develop an illness causing
dementia. Within the next 25 years, it is predidtgat more than one million Canadians will
receive a diagnosis of dementia. As probable démendiagnosed earlier and more people
are expected to get an illness causing demenéayebd to understand the experience of

dementia has never been greater.



Dementia is associated with a great deal of logiding the loss of cognitive functions
such as memory and ability to think, judge, underdt and perceive to such an extent that
daily living is affected (Dempsey & Baago, 199&)rientation, language, behaviour,
personality, and physical well-being can all be acted by dementia. There may be a loss of
self worth, self respect, sense of competency ralationships (Gillies & Johnston, 2004).
These losses can threaten one’s identity as oppbesifor meaningful social roles or statuses
perish (Cheston & Bender, 1999a; Oppenheimer, 2006jeats to identity can restrict
opportunities in life as the individual faces arcarain future (Cheston & Bender, 1999a,;
Harris & Sterin, 1999). Indeed, persons with detiaesicknowledge social and personal role
loss, including practical tasks, such as payingoilie or cooking, and family and community
roles that they had played in the past (Langdoglé&s& Warner, 2007). Identity loss can
become cyclical in dementia — as fewer roles aedl@ve, one is at greater risk for
neurological degeneration, which then decreasesctgio sustain roles that remain (Cheston
& Bender, 1999a).

In addition to threatened identities, when an imiml is diagnosed with dementia the
label he or she receives is associated with a gesdtof stigma (Benbow & Reynolds, 2000;
Depla, de Graaf, van Weeghel, & Heeren, 2005; Weg@5, 2006). Dementia discourse
tends to focus on its debilitating and demeaniaguiees (Jolley & Benbow, 2000). The
medical world relays messages about dementiadlcasfon losses and deficits. Older adults
receive these messages and then conform to thpeetakions (Harding & Palfrey, 1997).
Further, older adults living with dementia may exgece a double or triple jeopardy (Benbow
& Reynolds, 2000), as stigma arises through dermsndissociation with mental decline and

loss of independence, and through its associatitnaging (Harman & Clare, 2006). Even



the word dementia, which means deprived of mingblies that a person with dementia is less
than human: “because demented really means minoitegghout a mind. And without a

mind, one is not really fully human...in fact, notrhan at all” (Sterin, 2002, p. 7). Indeed,
persons living with dementia are reluctant to iievword dementia, preferring terms such as
“forgetfulness” (Langdon et al., 2007). Persomsl with dementia are concerned that
negative stereotypes “...would threaten their unigdesidual identity” (Langdon et al., 2007,
p. 995). The impact of negative stereotypes besamumpounded when they are internalized.
This may lead to lowering of mood and increasedteb#iat one is useless, which, in turn, can

lead to decreased functioning (Cheston & Bende39ay

The personhood movement

With incidence of dementia on the rise, threatslémtity and the experience of stigma
become increasingly relevant. The framing of deimezan have an impact on those living
with the disease, their care partners, and the wewshich services are provided. Dementia
has principally been considered from a biomedieaspective. The biomedical model focuses
on the pathology of dementia and its effect on beha, cognitive symptoms, and psychotic
symptoms (Bond, 1992; Downs, Clare, & MacKenzi€Q@®0 From this perspective, dementia
is considered to be an abnormal pathological cmrdieading to cognitive impairment
(Cheston & Bender, 1999a; Lyman, 1989), causedbgrpssive deterioration of the brain
regions that control intellectual functioning (Lyma989). The biomedical approach is used
frequently as scientists try to find a cause fandetia and an effective treatment or cure
(Downs et al., 2006; Phinney, 1998). However, sithere is no effective long term treatment
or cure (Adams, 1998; Clare, Baddeley, Moniz-Cdkyoods, 2003; Steeman, de Casterle,

Godderis, & Grypdonck, 2006), considering demeotily in terms of causes and treatments



may not be beneficial for those currently livinghvihe disease. Reframing the way we look
at dementia is essential for understanding therexqpee of memory loss and for providing
services that better meet the needs of those liwvitlgillnesses causing dementia. Indeed,
researchers are beginning to address the experémniegnentia and the perspectives of
persons living with dementia are increasingly besngght (Harris & Sterin, 1999; Keady,
Nolan, & Gilliard, 1995; Phinney, 1998; Phinney &&3la, 2003).

The personhood approach (Kitwood, 1997a) was dpeédlas a counterdiscourse to the
biomedical approach and has resulted in a chantheiway we think about dementia. It has
led to research that focuses on the perspectivpsrebns living with dementia, rather than
only relying on proxy voices. Morton (1999) nothat Kitwood’s reconceptualization of
dementia was motivated by the desire to improvditles of humans living with dementia.
Kitwood’s aim was to:

...present a paradigm in which the person comests fltsaccommodates a richer
range of evidence than the biomedical model andlves some of its most
serious anomalies; also it provides a rationaleafoiapproach to care that looks
to more human than to medical solutions. (Kitwab@Q7a, p. 2)

Kitwood (1997a) defines personhood as “a standirgjaius bestowed upon one human
being by others in the context of the relationsing social being. It implies recognition,
respect and trust” (p. 8). Personhood recognizesdividual’s values and assumes that
something can be done to improve one’s qualityfef(Li & Orleans, 2002). Traditionally,
personhood was linked to autonomy, but Kitwood asgiinat it should be linked to feelings,
emotions, and the ability to live in relationshig@ecognition of the essential unity of all
human beings regardless of differences in menfalwiéties is vital to personhood.

Personhood can be maintained for individuals wémentia by enabling choice, using

remaining abilities, through expression of feelingsd by living in the context of relationships



(Kitwood, 1997a). While some say that personhaadiminished in dementia, others believe
that an individual’s uniqueness and personalitylmamaintained (Goldsmith, 1999). Aspects
of self persist.

Kitwood draws upon Buber’'s (1937) “I-Thou” perspeetin the personhood approach to
dementia (Kitwood, 1997a; Morton, 1999). Bubertcasts “I-It” relationships with “I-Thou”
relationships. I-It relationships are charactetibg coolness, detachment, and instrumentality
(Kitwood, 1997a; 1997b). I-Thou relationships ijmgbing out towards the other, self-
discovery, and spontaneity. |-t relationshipsla@eal and trivial, but I-Thou relationships rise
above that, to include not only anxiety and suffgyibut also fulfillment and joy (Kitwood,
1997a). Kitwood's approach to dementia calls fon@/e away from relating to persons living
with dementia in the I-It mode to relating to themthe I-Thou mode, where the person is met
with openness, tenderness, presence, and awardhesKitwood’s (1997b) belief that I-Thou
relationships replenish personhood, which involeegering our defenses and allowing our
true feelings to show.

Kitwood’s work has received criticism for its focas long-term care (Cheston &
Bender, 1999b; Morton, 1999), its lack of attentioragency in the lives of persons living with
dementia (O’Connor & Bartlett, 2006), and its fragiof persons living with dementia as
recipients of care who are not actively involvedhaow that care plays out (Reid, Ryan, &
Enderby, 2001). This approach fails to “...captine interdependencies and reciprocities that
underpin caring relationships” (Nolan, Ryan, Enge Reid, 2002, p. 203), which are key to
continuity and self. Although relationships arguortant for personhood, the focus remains on
the individual with dementia, neglecting the neeflall those in the broader relationships

surrounding the person (Nolan, Keady, & Aveyard) D0 However, personhood provides



researchers and formal service providers with atwaypnsider and respect the whole person
instead of focusing on pathology and behavioure@sated with dementia. Steeman et al.
(2006) identified 43 qualitative studies explorihg subjective experience of dementia. Their
review summarizes core findings in this body okgesh, including the losses that threaten
security and autonomy, difficulty in understandthgir circumstances or hiding them from
others, and how persons living with dementia cofib ivand adjust to the changes in
themselves and their lives. This body of work nwlieyond addressing biomedical factors
associated with dementia and considers demenéidaoilistic way, including both positive and
negative aspects. The personhood approach hasdegaur understanding of the
perspectives and experiences of persons living edthentia (Ferguson & Keady, 2001;
Harris, 2002). Accordingly, the personhood movengendes this study as | aim to
understand the meaning of leisure in the demeptigeat and its role in sustaining or re-

creating personhood and identity in dementia.

Leisure and the Subjective Experience of Dementia

While inroads have been made regarding the suteetiperience of dementia,
researchers have yet to extensively explore thenmegaf leisure for persons living with
dementia, although some work has explored mearliagfivity (Phinney, Chaudhury, &
O’Connor, 2007) and daily occupations (Ohman & Ngg2005). Researchers have typically
focused on the impact and experience of therapeatieation programs in long-term care for
people living in the later stages of the diseasegss (e.g., Buettner & Kolanowski, 2003;
Fitzsimmons & Buettner, 2002; Kolanowski, Buettr@osta, & Litaker, 2001; Kolanowski,
Litaker, & Buettner, 2005; Sullivan, Pedlar, & Mil, 2002), but have paid little attention to

the exploration of leisure for people living in tbemmunity with early stage dementia.



Nevertheless, there is evidence that leisure paation may be relevant to the experience of
dementia. Harris and Durkin (2002) suggest thaltie@ng relinquished roles with new roles
helps people to cope with dementia. At the same,tmaintaining a connection with past
meaningful activities allows persons living withndentia to use skills that they had prior to the
diagnosis (Harris & Durkin, 2002), perhaps allowthgm to retain some of their previous
identity and abilities. Furthermore, Harris andrkin found that altruistic activities emphasize
the continued ability to be productive and givekbaxcthe community. Given the changes and
losses experienced in dementia, leisure may pfaartecularly important role in identity and
continued engagement in life. In addition to tleadfits and opportunities that leisure may
represent, some research indicates that participatimeaningful activity, including leisure, is
valued by persons living with early stage demefRianney et al., 2007). For some
participants in Phinney et al.’s study, engagingalued activities was “the central driving
force in their lives” (p. 387). Lifelong leisuretavities were retained and some started new
leisure pursuits. While Phinney et al.’s work shedme light on the meaning of leisure for
persons living with dementia, our understandingai@s limited. Examining the role that
leisure plays in sustaining and developing idenas/well as leisure as a space for persons
living with dementia to resist negative stereotyped identity loss provides insight into

leisure’s role in the lives of persons living wdbmentia.

Purpose

In this phenomenological study, | worked with p&rsavith early stage dementia to co-
construct an understanding of the meaning of leigor persons living with dementia, paying
particular attention to the notions of leisure apace for creating or sustaining identity and as

a space for resisting the stigma of dementia assl &b identity. Thus, the purpose of this



study is to explore the meaning and experienceistfite and its role in maintaining identity in

the lives of persons in early stages of dementiadiin the community. This study is guided

by the following research questions:

1.

2.

How do persons in the early stages of dementi& thirout themselves?

How do persons in the early stages of dementiagréetheir situations? How do
persons living with dementia experience it?

How do persons with dementia describe leisure? Wisanings do they attach to
leisure in general? How do persons with dementeee&nce leisure?

What role does leisure play in the lives of persweith dementia and in the
maintenance or enhancement of identity more spadliji?

What role does leisure play in reproducing or tegjssociety’s expectations
regarding people living with dementia?

What issues or challenges do people living with eetia experience in trying to
maintain valued leisure activities? How do thegirads those issues or challenges?

In chapter 2, | present an overview of the demditéeature and identify the gaps that

exist in our understanding. More specificallyphtinue my discussion of the recent research

that explores the subjective experience of dememiext, | present conceptual definitions of

identity and discuss how dementia research hasrskimav identity is both sustained and

recreated in dementia. | explore what we curreknigw about leisure in the context of

dementia, including what we know about therapengiiceation and dementia, the effects of

leisure on cognition, and leisure’s role in identit the dementia context. Finally, | discuss

the notion of leisure as a space for resistancpdoons living with dementia.

In chapter 3, | describe the epistemological assiomg that guide this study, followed

by a description of the research process that wad to gain an understanding of the meaning

and experience of leisure in the dementia cont&kis involved three data collection
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techniques — the long interview, participant obagon, and photovoice. All data were
analyzed in a manner consistent with phenomenaksghey were collected. The findings of
this study are presented in chapter 4. | outliow participants experience leisure within the
context of memory loss. Finally, chapter 5 sumeesithe study and locates it within the
current research regarding dementia and leisuckosé by addressing how this study
contributes to our body of knowledge and expandierstanding of leisure within the context

of memory loss.
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Chapter 2: Literature review
The Subjective Experience of Dementia

In the past, the belief that persons living witlmgéatia lack awareness of their own
experience led to the neglect of exploring denaeintim the perspectives of those living with
it (Snyder, 2001). However, a growing body ofrhtieire stemming from the personhood
movement is beginning to capture this side of ddiméBowns, 1997; Harris, 2002). Such
research can result in context-rich accounts oettperience of dementia (Bassett & Graham,
2007). People living with early stage dementi@ofivelcome the opportunity to share their
experiences and express their needs (Cottrell &I2cth993), and a great deal can be learned
when we include their voices. In the early stamfedementia, people are able to express
themselves, their wishes, and their concerns abeulisease (Beattie, Daker-White, Gilliard,
& Means, 2004; Keady & Gilliard, 1999; Ohman, Jdssgon, & Nygard, 2008; Phinney,
1998; Phinney & Chesla, 2003). People living witild or moderate dementia can describe
their experiences and the quality of their livesheesy change and as they face an uncertain
future (Parse, 1996). Even in the later stagekeotlisease, people are able to express their
needs and their appreciation of care (Barnett, R0BOinney and Chesla (2003) argue that
expression of the lived experience of dementia reaylt in a more complete account of
symptoms than the biomedical model alone. Lym&98&) stresses the importance of listening
to the voices of people with dementia for respgciind maintaining their personhood:

If we listen to the voices of people living with rdentia, we find that life

continues with a sense of direction, if not a cleastination. As clinical

practitioners and researchers, when we hear trees@f people with dementing

illness, we are challenged to find ways to recogrtizeir personhood as they

become less able to articulate their own perspectad support their struggle to
create meaning while living with Alzheimer’s disea§. 56)
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To date, research exploring the subjective expeei@i dementia has focused primarily on the
experience of being diagnosed, the experiencevioiliwith the symptoms of dementia, how
people cope with dementia, the nature of relatignssith others, thinking about the future,
and the overall experience of living with dementia.

When symptoms of dementia first appear, peoplerexpeng them face uncertainty
about what is happening to them. Some persongliwith dementia notice the beginning of
dementia when life transitions such as retiremead them to believe that things are no longer
right. After receiving a diagnosis, persons livingh dementia struggle with whether or not to
disclose it to others (Beard, 2004). They wanséharound them to respond honestly about
their memory difficulties. They wonder what othars thinking when they are not given
direct feedback about memory problems (Langdom. e2@07). Some feel that telling others
about the diagnosis has many benefits. It camig@wrering, it can foster compassion, it
allows one to ask for help, it justifies or expkimehaviour, and it can foster a safe
environment (Beard, 2004; Snyder, 2001). Disclpsire diagnosis can be a powerful strategy
for coping with dementia (Harris & Durkin, 2002gtydisclosure can also lead to
stigmatization (Snyder, 2001). There may be atgreaillingness to be open about one’s
diagnosis with one’s family than with one’s widexcsl circle because of the misconceptions
people hold about dementia (Langdon et al., 2007).

In addition to diagnosis and disclosure, the symstof dementia have an impact on
how persons living with the disease experiencéntthe early stages of dementia, people are
aware of their deteriorating memory, yet still wambe treated as they were prior to the
diagnosis (Beattie et al., 2004). People expeeelmmentia as a simple memory problem that

they consider to be a normal part of the aginggss@nd they seek to minimize or deny the
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pathology of the condition (Gillies, 2000). Later, people living with early to moderate
stages of dementia feel uncertain of themselvestaidbehaviour since awareness of their
symptoms fluctuates (Phinney, 1998).

Symptoms affect one’s body as well. Phinney andszh(2003) found that people
living with dementia feel their bodies slowing dowand feel lost. Rhythms slow down and the
world around them can seem overwhelming (MitchlElhas-Simpson, & Dupuis, 2006).
Crowds and noise can be overwhelming (MAREP, 2Q0Tayscott (2003) notes how her own
body has slowed since living with memory loss: “@gany pace is slow and measured. |
move with the snails. | rest as much now as | usedce before” (p.12). People living with
dementia begin to disengage from activity and bext@ss involved in the world. They
experience slowing down in day-to-day activitied &me ability to use equipment, such as
buttoning a shirt or driving a car. They also eigrece slowing of conversation as they have
to take more time to think about the right wordarticipants reduce levels of involvement as
they disengage from everyday habits. They fealkescahen they cannot remember things and
feel that they need to be reflective, but are um#édldo so (Phinney & Chesla, 2003). Doing
simple tasks can be tiring, and when fatigue setthinking and speech slow down even
further (Truscott, 2003).

Persons living with dementia also experience aprée., inability to coordinate a
desired action with the appropriate motor respgnseplems with reading and writing, and
changes in driving ability due to changes in petioepand memory (Gillies, 2000). Difficulty
finding words can also be frustrating (MAREP, 2007lslemory loss can affect daily function
and self-esteem (Snyder, 2001). Mitchell et @00@) note that persons living with dementia

experiencdewildering absencesuch as forgetting important events or familrdormation.
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They may forget how to take a familiar route horiféhen an unreliable memory is obvious to
others, persons living with dementia may experidngailiation (Gillies, 2000). Bewildering
absences can be surprising and embarrassing,doutrigihtening (Mitchell et al., 2006). All

of these changes can impact not only enjoymenhefsoactivities, but also one’s self-esteem
and self concept, which are further eroded by comaation difficulties, functional losses,
and shifts in independence and autonomy (Gillie®02 Snyder, 2001). Discomfort about
one’s failing memory is compounded if persons kiyimith dementia feel as if they are
disappointing loved ones (Gillies, 2000).

In addition to the experience of the symptoms,asdeexploring the subjective
experience of dementia has focused on how people with dementia. Persons who are
diagnosed with dementia find ways to cope withesplte the change and uncertainty that
accompanies dementia (Clare, 2002; Harman & C2&@6; Harris & Durkin, 2002; MAREP,
2006; 2007a; 2007b; 2008). Hoping that memory lerab will get better or that the diagnosis
is wrong is effective for some people living witardentia, while others prefer not to worry
about their memory problems, feeling that theneathing to be done about them (Clare,
2002). However, Keady and Gilliard (1999) sugdkat persons living with dementia undergo
an active process of learning to cope with demenfiaey cope with the early stages of
dementia by first trying to explain to themselves teasons for the symptoms. This is a self-
protective act aimed at maintaining integrity ardse of self. It allows the person living with
dementia time to adjust to the changes. Next, tlhayw on coping behaviours to accept the
changes that are occurring. Together with theie partner, the person living with dementia
uses adaptive coping mechanisms to live out thditton. Sharing the burden with the care

partner is a cathartic experience that allows #rsgn living with dementia to explore options
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and resources available and helps those with destendevelop a sense of mastery over their
situation (Keady & Gilliard, 1999).

Maintaining normalcy as much as possible is medulirigr persons living with
dementia and helps them to cope with the changest{iB et al., 2004; Menne, Kennedy, &
Morhardt, 2002; Phinney, 1998). For example, peapiending a day program want to engage
in activities that are age appropriate and that grgoyed prior to experiencing dementia such
as going out for lunch or attending museums (Beattial., 2004). Similarly, Phinney (1998)
found that people living with Alzheimer’s disease aoncerned about how they can continue
to live as they had before being diagnosed in a@eiminish the impact of the changes they
are experiencing. They do so by monitoring thaiiirfg memory and by keeping an active
mind to stay on top of the disease. They contioustay engaged in the world in order to feel
as though life is normal and meaningful. Downphayihe disease and interpreting the
experience in the context of growing older helpmegersons with dementia to feel “normal”
(Clare, 2002; Gillies, 2000; Phinney, 1998). Maining normalcy is also apparent in doing
household chores. Phinney et al. (2007) foundphetcipants are eager to complete
household chores that play an important role imylagy life. Chores continue to be valued
even when assistance is needed from family meng@ensoe et al., in press; Phinney et al.,
2007). Participants do not want to relinquish énesks, but instead “emphasized how much it
mattered to them to be able to continue in thesdskof activities, even if it meant they had to
use different strategies than before” (Phinney.e2807, p. 387).

In addition to maintaining normalcy, coming to termith and accepting the diagnosis
and oneself and having a positive attitude can befto cope with dementia (Harris &

Durkin, 2002). Harris and Durkin’s research papants were creative in finding techniques
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and using technology to learn about and deal wethehtia. For example, anticipating
adaptation helps persons living with dementia toob®e familiar with the challenges they will
face in the future and integrate new behaviour thér lifestyles before it is needed. For
some, accepting the diagnosis leads to the adogtiarffighting spirit”, or active engagement
in fighting the impact of their difficulties (Clar@002). Remaining active in one’s life and
doing everything one can is one way that persasgiwith dementia may fight back against
the disease (MAREP, 2006; Phinney et al., 200XpeEencing the full emotional impact of
the diagnosis helps to develop the “fighting spiridowever, some may feel uncertain about
whether they should fight the disease or passiaetept it (Harman & Clare, 2006). Often
persons living with dementia go back and forth lestwseeking understanding and avoiding
understanding of the disease (Harman & Clare, 2006y may avoid situations that
challenge their failing memories (Gillies, 2000)tbey may avoid discussing their problems
(Van Dijkhuizen, Clare, & Pearce, 2006). Alternaty, they may minimize memory loss to
convey a sense that it is not problematic (Van IRijken et al., 2006).

Persons living with early stage dementia want @ dpack to their communities and
want to continue to feel useful (Clare, 2002; Mernhal., 2002; Stansell, 2002). Doing so has
been found to be important for coping with deme(@are, 2002). Steeman, Godderis,
Grypdonck, de Bal, and de Casterlé (2007) sugbeastibing or having done things that are of
value for others is linked with feelings of beinglwed, which is of central importance to
persons living with dementia. Focusing on the gthialgs in their lives, such as valuing a
relationship or appreciating a good day, can balaable coping mechanism. Clare (2002)

found that participants believe that dementia gtesia means for developing and learning
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about themselves. In this way they come to teritis dementia, accepting their limitations
and losses and balancing despair with feelingopeHClare, 2002).

Along with acceptance and a fighting spirit, pessbving with dementia adopt many
practical ways to cope with memory loss (MAREP, 28®007b; 2008). Following a routine
enables persons with dementia to maintain a sénsarimalcy (MAREP, 2008; Clare, 2002).
Relying on a partner or caregiver to remind thermygdortant dates and appointments and to
serve as proxy memories is common among peopleglwith early stage dementia, although
some are concerned about becoming too dependehemmartner (Clare, 2002; Gillies, 2000;
Preston, Marshall, & Bucks, 2007; Van Dijkhuizerakf 2006). Persons living with dementia
seek reassurance, guidance, and clarificationié&ilR000; Van Dijkhuisen et al., 2006).
External memory aids, such as diaries, calendats, &nd notes are used as reminders (Clare,
2002; Gillies, 2000; MAREP; 2008; Phinney, 2007e$?0on et al., 2007). Familiarity with the
environment is important for coping with demensisce well-rehearsed skills and routines
can help persons with dementia overcome difficalfdan Dijkhuisen et al., 2006). These
strategies seem to have a positive effect on intigrece even though they can, and do, fail.
Still, they are valued because they maintain orowe self-confidence (Clare, 2002). Persons
living with dementia also cope by removing pressuwen themselves by being aware of their
limits, focusing on strengths, protecting themsglirem certain situations, and taking time
away from stressful situations (Preston et al.,7200

Humour can also be an important means of copinlg dementia. Snyder (2001) found
that people living with dementia emphasize the irtggace of humour in everyday life.

Having a sense of humour and ability to laugh & ®symptoms can transform what seems
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tragic into the comedic. Snyder found that pediplag with dementia had hope for
themselves, providing an “...affirming testimony ke thuman spirit” (p. 19).

Researchers exploring the subjective experiencemfentia have also focused on
relationships. Barnett (2000) found that friengsisiimportant to people living with dementia.
They want to communicate with people who are faaniio them, and doing so leads to
meaningful and valuable relationships. When farailg friends are understanding, persons
living with dementia experience relief in being enstood (Mitchell et al., 2006). Parse (1996)
found that relationships with family and friende appreciated among people living with
dementia who wish to spend more time with familymbers, but accept being apart from
them. Friends and family are relied upon for maimng a sense of belonging (Cassolato et
al., 2009; Keller et al., in press; Van Dijkhuizetmal., 2006). Families living with dementia
often find mealtimes particularly meaningful agpace for connecting with each other by
catching up, making plans and decisions, and rescimy. Eating together strengthens family
bonds (Keller et al., in press). Participantsratieg day programs find enjoyment in the
company of new friends (Reid et al., 2001). Int&oas with other persons living with
dementia can be particularly meaningful as theyipiefeelings of reassurance as stories are
shared (Phinney et al., 2007). Beattie et al. 42@0und that younger adults living with mild
dementia who attended day programs appreciatetbettiiends they make and engagement in
meaningful activities. Day away participants eng@ach other's company and feel a sense of
interdependence among all members of the groupl(&aal., 2004). A warm, welcoming day
program can facilitate social interaction (Barn2@0O0).

While appreciation and desire for family and soo@étionships seems to be part of the

experience of dementia, these relationships cangeh@Harman & Clare, 2006; Keller et al., in
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press; Phinney et al., 2007). For example, sonmsops living with early stage dementia feel
that their interactions with others change becafiskfferences in the way people understand
dementia. As such, participants feel that therbag of dementia alters the way other people
interact with them (Harman & Clare, 2006; MAREPQZB). Changes in communication
emphasize the stigma that they feel as a restitteaf diagnosis. They sense that family,
friends, and service providers no longer spealcty¢o them, but speak behind their backs
(Harman & Clare, 2006). In addition to changemteractions, some people living with the
disease withdraw from relationships due to ovenglation they experience in social settings
(Snyder, 2001). Conversations can become moreulifif persons living with dementia
and/or their care partners feel frustrated asatres§changing communication (Keller et al., in
press). Graneheim and Jansson (2006) descrilexpegience of dementia among persons
living in residential care. Their findings sugg#sit persons with dementia who engage in
“disturbing” behaviour do so because they feehasigh they have been “set aside” by staff
and family members. A breakdown in interactionhwathers including care providers and
other residents occurs, but there are occasiomsb@gs of togetherness, in which participants
feel as though they were making a contributioretatronships with others, including care
providers and other residents.

In addition to relationships, researchers haveargd how persons living with dementia
think about the future. People living with demardre often aware that changes will occur,
yet feel uncertain about what that change will beé laow to evaluate change (Harman &
Clare, 2006). They seem to have varying viewsharking about the future. Some emphasize
that they do not want to focus on the future beeanists uncertainty, but prefer to take one

day at a time (Keady & Gilliard, 1999). In contré&Snyder’s (2001) findings show how

20



people express concern about their futures angribgression of the disease and how lack of
discussion about the future can be distressingarBmess of an uncertain future leads to an
appreciation for the present and trying to accoshplvhat one can while one can (Parse,
1996). People living with dementia recognize thaty face limitations, yet they see that they
also have opportunities and thus have some hopgldduture (Parse, 1996). Some report
positive changes as a result of dementia, sucheasimy new people, developing greater
sensitivity, developing new interests, being mqguverg and no longer worrying about less
significant things (Preston et al., 2007).

Research on the subjective experience of demerdiades insight into what it is like to
live with dementia. This research can go beyordettperience of symptoms, coping
strategies, and the changing nature of relatiossioijocus on the tensions and balancing acts
that persons living with dementia experience inrttaily lives. For example, Pearce, Clare,
and Pistrang (2002) found that men living with garset dementia manage their sense of self
by balancing the wish to maintain a prior senssetif with reappraisal and reconstruction of a
sense of self. Delving deeper into the positiva fpat persons living with dementia place on
their experiences, Steeman et al. (2007) foundgéiesons living with dementia work to
balance the tension between abilities that arediodtthose that are retained. Being valued is
central to their experience, and Steeman et alieatigat feeling valued is more important than
loss of cognition or identity: “They struggle tawain someone of value, often in the face of
many threats posed by dementia itself and by hbwrstinteract with the person with
dementia” (p. 127). Steeman et al.’s narrativdysmareveals that participants are constantly
balancing being valued and becoming worthless.y Pece a positive spin on their lives,

minimizing losses and emphasizing remaining comui¢s and past and present
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accomplishments. They express contentment with lilies and feeling loved and valued by
family and friends. However, they also report iigldevalued by family members, lonely,
uncertain, shameful, useless, as if one is losirgsomind, disregarded, and a burden. Thus an
important part of the experience of dementia isubeihg the positive aspects of life with the
negative aspects in order to feel as though thegt@ valued persons.

Bassett and Graham (2007) also explored the geegpakience of living with dementia.
Their findings indicate that persons living withnglentia experience problems in awareness,
attention, and anticipation in everyday activitiéss a result of loss of awareness of past
experiences, and loss of attention to both oneselfobjects around them, persons living with
dementia are unable to complete everyday taskdechne in anticipating the future is also
part of the experience of dementia. Loss of ghibtimagine undertaking daily activities in
the future marks the loss of anticipation: “Beingahble to relive past memories in the present
allows no future to anticipate” (Bassett & Grah&d07, p. 548). These changes can lead to
negative labeling such as being lazy or a quitfdrey also lead to a sense of no longer
recognizing oneself. This research highlightsdabmplexity of the experience of dementia.

Research exploring the subjective experience ofethiian indicates the importance of
listening to the voices of people with dementiaimalerstand how they cope with the disease
and adapt to change. It allows people living wiimentia to express their needs, their
continued abilities, and strategies they use ®\Wth dementia. Furthermore, this body of
research points to the abilities and strengtha$qns living with dementia, which can be
used to develop more positive understandings ofedéia (Preston et al., 2007). As more
researchers are seeking to understand the sulgectperience of dementia, persons with

dementia are being increasingly recognized “...asegtengaged in shaping the nature of
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[their] experience of AD and responding in way4 theve implications for [their] sense of
identity” (Clare, 2002, p. 147). These insights artical to helping others with dementia to
live meaningful lives. Research that seeks to tgtded the subjective experience of dementia
provides insight into the experience of memory loss the perspectives of those who live
with it. It is my hope that this study will contia to add to our limited understanding of how

dementia is experienced by those living with it.

Identity and Dementia

In addition to the subjective experience of densngsearchers who have been
influenced by the personhood movement have coreiddentity in the context of dementia.
Identity refers to attributes, actions, and apaaisf self (Charmaz, 1987). It includes both
personal and social aspects, and it is shapedebydly one sees oneself as a member of a
group and by the way one sees oneself in oppogtidime group. “Personal identity is a
product of internal consistencies and inconsistsaiith one’s past, differences and
similarities one has with others, and plans andsgioa the future” (Kleiber, 1999, p. 95).
Sabat (1998) defines personal identity as

...the self that is experienced as the continuitgrod’s point of view in the world,

the self that is the location, in psychological @naof beliefs, attitudes, hopes,

fears, the location of one’s sense of personal @gesr intention, and of

responsibility for one’s actions. (p. 42)

Social identity results from identification witthers or belonging to a group (Kleiber,
1999). It refers to sense of self that developer divne as the individual participates in social
life and identifies with others. It involves idé@ging with a group of people (Hewitt, 1991).

Identity is imperative because it organizes andgrnes conduct (Hewitt, 1991). “To have

identity...is to gain energy and direction in oneduct by adopting the perspective and
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purposes of the situation and of one’s role irsibae’s own” (Hewitt, 1991, p. 127). Each
person works to create and maintain identity, haxepersons living with dementia may face
greater challenges in doing so (Beard, 2004).

Since maintaining identity is particularly challémg when one’s health is threatened,
identity loss is considered to be a central padhwbnic illness (Charmaz, 1995; Gillies &
Johnston, 2004). An individual can be left withriaster status and overriding stigmatizing
identity” (Charmaz, 1995, p. 660) when diagnos@¢hen valued attributes, physical
functions, social roles, and personal pursuitd@steas a result of illness, identity dilemmas
result (Charmaz, 1994). One’s body feels alienmibedy function diminishes as a result of
chronic illness. Some struggle against illnespjipto regain past identities, while others
struggle with illness in order to keep their bod@sctioning and maintain normalcy in their
lives as much as possible (Charmaz, 1995). Onebmdgrced to give up cherished identities
when responsibilities accompanying a particulae an no longer be fulfilled. For example,
Harris and Sterin (1999) found that personal iderstiwere affected by the losses that persons
living with dementia experienced, especially whieese losses could not be replaced. This led
to feelings of frustration, embarrassment, angespdndency, fear, disempowerment, and
uselessness. However, some people living withrebiitiness are able to sacrifice some
identities in order to retain others (Charmaz, 399Ehis awareness of changing identity due to
role loss is acknowledged by persons living witimdatia: “Many participants were aware of
their changing social status in the world and tivereased difficulty carrying out the roles that
had previously given them a sense of self worthssowial standing” (Langdon et al., 2007 p.

996).
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Some may argue that identity is weakened or lo#t thie progression of dementia. For
example, Addis and Tippett (2004) consider the ablautobiographical memory in identity,
suggesting that with memory loss, identity beconaggie and of lower quality compared to
those who do not have dementia. Autobiographiaahory is believed to facilitate the
combination of past and present selves and comgrifouthe continuity of identity. Thus, if
autobiographical memory is lost, then one’s seffisgentity will be affected. Addis and
Tippett measured identity and autobiographical mgmaad concluded that persons living with
dementia have more changes in identity comparéubse without dementia, suggesting that
identity becomes weaker in dementia. When ask@dawide 20 statements to answer the
guestion “Who am I?” persons with dementia providadwers that were more vague and
more negative than the control group, demonstrativanges in the quality of their identities.
Personal incident memory and autobiographical ftydor early adulthood are also related to
weaker identity. When identity is considered taneantained by joining past state with
present state and involving psychological continaitd connectedness, persons with dementia
may lose their status as persons if they lack pagghical continuity. The person is not
considered to be the same person as they wereeliedwoing dementia. If thoughts at one time
are disconnected from thoughts at another timepdngon is considered to be two persons
(Hughes, 2001). Conceptualizing identity in tewhsontinuity and memory is limiting for
persons living with dementia. However, researdlu@mced by a personhood perspective
emphasizes that identity may remain until the nadstanced stages of dementia.

Sabat and Harré’s (1992) social constructionist@ggh to identity in dementia provides
insight into how identity might be retained. The#search has shown that identity continues to

exist when it is considered in terms of persondl swocial identity. Sabat (2002) describes
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three aspects of self. The first of these, Seléfers to personal identity, which is expressed
through personal pronouns such as “I” and “me” ¢€ab998, 2001, 2002; Sabat & Harre,
1992). Sabat (2001, 2002) argues that each péesoa continuous single point of view that
forms his or her narrative. Persons living witmgstia demonstrate an intact sense of
personal identity through the use of first persmompuns (Sabat, 1998; Sabat & Harre, 1992).
Self 2 refers to physical and mental charactesstitd beliefs about such characteristics (e.qg.,
height, sense of humour, pride). Self 3 refersuiosocial personae, which are constructed in
many different situations. Each persona requirgsegific pattern of behaviour and another
person to respond to that behaviour. For exanipbee has the social persona of a teacher,
one acts as a teacher would act, and others resp@nday that confirms that persona. While
Self 1 and Self 2 can be maintained, Self 3 isofieeatened and can be lost among people
living with dementia due to lack of cooperationnfr@thers since they cannot live out their
personae if they are not recognized as havingtainaole (Sabat, 1998, 2002).

Through a number of interviews with two people amlyg and later stages of dementia,
Sabat and Harré (1992) found that self exists ttgss of severe problems resulting from the
disease, as evidenced by indicating self througlutie of “I” or by gesturing to oneself once
language is lost (see also Sabat, 1998, 2001, 2(0@&konal identity remains intact even in
the latest stages of dementia when deterioratiguiie severe. One’s personae can be
manifested in the later stages of dementia wittctiaperation of others (Sabat & Harre,
1992). One of Sabat’s (1998) participants consgtdisocial identity by avoiding situations
that labeled her only as a person with dementidvath cooperation she was able to construct
social identities that she valued. Drawing upobaband Harré’s approach, Shenk, Dauvis,

Peacock, and Moore (2002) found that with help faihers, a woman living with dementia
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was able to retain aspects of her identity thaewelated to her work, family, and religious
life. Thus, a constructionist approach to identitglementia indicates that both personal and
social identities continue as dementia progresSayder (2006) also draws upon the
constructionist perspective and demonstrates he@waman living with dementia maintained
Self 3 by continuing her lifelong role as a healtine advocate when she joined a support
group for persons living with dementia. She wads &b continue her identity as an advocate
for others with the affirmation of the other suppgmoup members.

While Sabat demonstrates that identity is sustainel@mentia, Charmaz’s (1987, 1994)
work exploring identity and chronic illness canyade insight into changing identity in
dementia. Charmaz’s (1994) research revealsdeatity can change when valued attributes,
social roles, and personal pursuits are lost dulinss. A sense of self must be reconstructed
when role identities disappear (Cohen-Mansfielda@der, & Arnheim, 2000). Charmaz
(1987) found that adults living with chronic illreesonstruct their identities in relation to their
hopes and desires, juxtaposed with expectationslafuitions of specific circumstances.
People living with dementia may have similar expeces in striving to find and maintain their
preferred identity while facing stereotypes andrei associated with dementia. As people
living with early stage dementia deal with manysks, they try to maintain their sense of
identity while adjusting to change (Clare, 2002nGe et al., in press; Harman & Clare, 2006;
Pearce et al., 2002; Steeman et al., 2007).

While Beard (2004) argues that discourse focuséganloss threatens identity, there
are many ways that persons living with dementiaassert continuity with the past in order to
protect their identities (Beard, 2004; Cheston &&er, 1999a). Persons living with dementia

cope with threats to identity by keeping up appeeea or trying to position oneself as
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“normal” (Cheston & Bender, 1999a; Pearce et &8I02). This requires monitoring actions to
present the appearance of being as they were hbfiiagnosis (Cheston & Bender, 1999a).
Persons living with dementia develop systems tdamae things that might expose them as
having dementia (Beard, 2004). They control theveosation to avoid discussion about
things that are difficult to talk about. They sesltidation by asking if they are on the right
track in conversation. Other ways of coping inelumaintaining a daily routine, making lists
and keeping a calendar, support from family membedssupport groups, and maintaining a
sense of humour and faith (Beard, 2004; Harris &i8t 1999). These strategies are adopted
to resist being assigned the status of “demented”.

Pearce et al. (2002) found that men with earlyestigmentia protect their prior sense of
self by perceiving memory problems as having mihimmg@act upon their daily lives and
focusing on their remaining strengths. They atgdd live as “normally” as possible by
accepting and managing limitations. Furthermdreytchange their expectations as they
reappraise their abilities, relationships and rol8sme persons living with dementia find
unique ways to maintain their identity. For exaeymne man who had been an active
volunteer before diagnosis became a spokespersdinefd\lzheimer’s Association after being
diagnosed with dementia (Harris & Sterin, 1999}héds volunteer as partners in development
of resources and services designed specificallpdosons living with dementia (see Dupuis,
Gillies, Mantle, Loiselle, & Sadler, 2008; MARER)@b5, 2007a, 2007b, 2008).

Since persons living with dementia experience faiand frustration in maintaining their
abilities, they construct new roles and downgradeeetations about self (Pearce et al., 2007).
Pearce et al. argue that this reflects Charmag87jlwork as some men with dementia choose

less preferred identities over time, while otheesable to reconstruct a preferred identity.
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Despite threats to identity in dementia, Harris &berin (1999) identified core values of self
identity in the context of dementia. These inclagsaningful productivity (i.e., the need to be
productive was a central part of identity), primamtonomy (i.e., independence was valued
over everything else and considered synonymoussmithival), and comfort and security. In
their comparison of persons living with cancer gedsons living with dementia, Gillies and
Johnston (2004) found that both groups reclaimedtity through references to past
accomplishments that contrast reminders of decl&eknowledgement that there are people
who are worse off than themselves helps them &rrelignity and sense of purpose as they try
to help those who are less fortunate.

Research exploring identity in the context of detizeis hopeful, demonstrating that
instead of losing one’s identity, some aspectsleniity remain, while others change and
develop as threats are experienced and new wayspofg emerge. Research also indicates
that having meaningful roles remain important tenity in dementia and that persons living
with dementia want to continue to make a contrifuto society (Genoe et al., in press;
Langdon et al., 2007). However, the role of leesur sustaining and recreating identity in the
dementia context remains to be explored. Withradeustanding of the ways in which identity
is conceptualized in relation to chronic iliness @ementia, | will now discuss our limited

knowledge regarding leisure and dementia.

Leisure and Dementia
Little is known about the role of leisure in theds of people living with early stage
dementia. However, research that has sought thjedive experience of dementia can
provide insight into the role of leisure. Phinr{@998) found that people living with early

stage dementia seek activities that keep their snative to guard against further impairment.
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Staying engaged in the world by going out for lumgth friends or traveling contributes to
feelings of a meaningful, “normal” life. Being imcled or invited to participate in discussions
and activities is valued by persons living with agmia (Graneheim & Jansson, 2006). Ohman
and Nygard (2005) found that people living withlgatage dementia prefer to maintain their
previous patterns of daily life, prefer activitiesfamiliar locations, and want to add to the
social context to feel as though they are continigutio society. Staying active distracts from
social isolation (Van Dijkhuizen et al., 2006). ritapation in daily occupations (including
leisure) emphasizes autonomy, independence, arithged abilities (Ohman & Nygard,
2005). Furthermore, “througtoing people with mild to moderate dementia find thiges to
be meaningful” (Phinney et al., 2007, p. 390, orddiemphasis).

Activity is meaningful if it provides the opportuyifor people to live up to the concerns
and commitments that matter most in their livesr{Réyy, 2006). Many persons living with
dementia derive meaning from activities that oncelll have been experienced as ordinary
(Snyder, 2001). Participation in community progsdior persons with early stage memory
loss seems to be a significant way of participatmmeaningful activity and establishing
social support (Snyder, 2001). As well, it hasroesported that when partners in care and
persons living with dementia engage in shared teiagativities, both experience high levels of
happiness, although the person living with demesmjgeriences greater happiness when
engaging in daily tasks with his or her partnecane (Voelkl, 1998).

Phinney et al. (2007) examined the meaning of dgtior persons living with dementia.
First, persons living with dementia engage in aitéis because they are enjoyable and
pleasurable. They provide a way of feeling like amstill alive. Some choose activities that

are not particularly demanding. For example, onenan chose activities that “did not require
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her to think or talk, but she could do them aloné aot feel embarrassed if things went
wrong” (Phinney et al., 2007, p. 388). Secondijrige of connection and belonging that
derive from activity made them meaningful; peo@elflike they are still part of the world
around them. Keller et al. (in press) similarlyial that preparing meals together led to
feelings of connection and belonging, even whemp#reon living with dementia made only a
small contribution. Third, activity allows partzEnts to retain personal autonomy, although
support from family members may be required fospas with dementia to maintain
involvement in meaningful activity in an effort éounter the losses faced when experiencing
dementia (Phinney, 2006). As persons living wigméntia and their care partners balance
control as abilities change, independence can perenced (Genoe et al., in press). Family
members do this by reducing the demand of theigcso that the person can complete it
successfully. They may do so by using remindedsiastructions to guide the person living
with dementia through activities that are meanihggfuhem, and by accompanying the person
with dementia as they engage in activities (Gen@é. gn press; Phinney, 2006). With
support, persons living with dementia can contittuengage in meaningful activities,

including leisure.

Therapeutic recreation and dementia

Although little is known about leisure in the coxttef dementia, a great deal of the
research regarding recreation in the dementia gbfdeuses on therapeutic recreation
programs implemented in long-term care facilitined day away settings. Therapeutic
recreation researchers tend to focus on the ingdgginned recreation activities on “problem”
behaviours. When residents in long-term care gipdie in prescribed activities that meet

their interests and skill level, they demonstrat¥eased positive affect, ability for self-care,
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and level of engagement on a task (Buettner e2@06). They also demonstrate decreases in
passivity, agitation, negative behaviours suchediing or banging, aggression, and the need
for medication (Buettner & Kolanowski, 2003; Fitagins & Buettner, 2002; Kolanowski et
al., 2001; Kolanowski et al., 2005). For exampBeettner, Fitzsimmons, and Serdar (2006)
measured the physiological impact of prescribedabeutic recreation interventions intended
to reduce agitation and passivity among peopladjwiith dementia in long-term care. They
found that calming activities reduce heart rate mgnagitated persons and alerting activities
increase blood volume for residents who are passBmilarly, Buettner and Fitzsimmons
(2002) found that when persons living with dementd depression in long-term care
participated in an intensive wheelchair biking peog, followed by lower intensity
maintenance of the program, residents experienmadased levels of activity and interaction
with other residents, staff, and guests. Individea social activity has also been shown to
reduce daytime sleep and improve day/night sletgpsramong residents with dementia in
long-term care who have difficulty sleeping (Riateon, Beck, O’Sullivan, & Shue, 2005).

In addition to changing passivity or agitation, itige correlations have been found
between well-being and time spent in therapeutieisure activities (Chung, 2004).
Participating in therapeutic recreation prograns general recreation programs in long-term
care leads to feelings of enjoyment, feeling gdoolud being able to be a contributing member
of a group, and the opportunity for socializati@weell as the opportunity for involvement in
meaningful activity, which in turn leads to transf@tion of character (e.g., a normally quiet
resident became more social when participatinghiadivity that was particularly meaningful)
(Sullivan et al., 2002). Furthermore, Schreineaymamoto, and Shiotani (2005) found that

persons living with dementia in long-term care eggrhappiness seven times more during
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planned recreation programs than they do duringrdtines of the day. They are also more
likely to have their eyes open during recreatidemventions, indicating that therapeutic
recreation has a significant role in stimulatingifige affect and thus improving quality of life
for persons with dementia in long-term care.

Therapeutic recreation extends beyond long-term aad into day programs designed
for persons living with dementia. Brooker and D{@@00) found that among persons with
early to moderate dementia attending day hosppalgicipation in reminiscence therapy leads
to higher levels of well-being than participatimgather group activities (such as crafts,
exercise, or games). Both reminiscence therapygeoup activities result in higher levels of
well-being compared to unstructured time with necikement from staff, indicating that
structured, organized activities have a positivpant on persons living with dementia. Adam,
Van der Linden, Juillerat, and Salmon (2000) usedse study approach to show that
participation in an individualized leisure programa day program setting could restore
engagement in a meaningful activity. Engagemetiteractivity increased gradually until the
individual was able to do it on her own with noisesce. The case study participant
experienced a decrease in apathy and depressodmtore initiative in her daily life, and
increased participation in conversation. She waseroheerful, less tired, and less lonely,
indicating that the intervention improved her quyadif life (Adam et al., 2000).

Unfortunately, as a case study this cannot be géped to other participants in day away
programs, but indicates that day programs can agasitive impact on persons living with
dementia by supporting independence and meaniteguire.

In sum, research has shown that therapeutic ré@ngatograms in institutional and day

program settings can have a multitude of beneditpérsons living with dementia. However,
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these researchers often focus on what they consider problematic behaviours and the
ability of therapeutic recreation to decrease umdele behaviours among persons living with
mid to late stage dementia. The meaning of presdrprograms for those who are engaging in
them remains largely unexplored. Further, the $omuthe desire to change behaviour fails to
recognize the meaning behind such behaviour amps sfoort of recognizing the person living

with dementia for who they are at that point inirttée.

The effects of leisure on cognition

While there is indication that participation in pieed or prescribed activities has benefits
for people living in long-term care facilities aattending day programs, little is known about
benefits or negative implications of leisure pap@tion outside of the institutional context
(For exceptions see Phinney, 2006; Phinney e2@07). However, there is some evidence
that leisure may provide a degree of protectionmag@ognitive decline. The cognitive
reserve hypothesis argues that there are indivditfakences in ability to cope with AD
pathology (Stern, 2002). This could be a passieegss, in which reserve refers to the amount
of damage that can be sustained before clinicalesspn. Alternatively, cognitive reserve
could be an active process in which the brain admpthanges by using brain networks more
efficiently (Stern, 2002). It appears that havingh education and occupational attainment
leads to increases in cognitive reserve, redutiagisk of getting dementia (Stern, 2002).
Scarmeas and Stern (2003) theorize that everydagriexces could affect cognition and the
practicing of cognitive skills and may lead to $¢&atwr improved performance due to the
plasticity of older adults’ cognitive abilities.h&y hypothesize that leisure activity,
particularly stimulating activity, could modify theain so that it becomes more efficient or

resilient to pathology. An engaged lifestyle mah&nce the cognitive reserve that allows one
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to cope with Alzheimer’s disease for longer perioflime. Empirical research, although in
the early stages, is beginning to provide some atppr these hypotheses. There is evidence
that participation in intellectually challengingtadies, social activities, productive activities,
and physical activities can buffer against cogeitilecline (Fried et al., 2004; Hultsch,
Hertzog, Small, & Dixon, 1999; Saczynksi et al.080Scarmeas, Levy, Tang, Manly, &
Stern, 2001; Wang, Karp, Winblad, & Fratiglioni,X), and there is an association between
frequency of participation in cognitive activitiaed cognitive function (Wilson et al., 1999).

Evidence of cognitive reserve appears in the wativin Nun Study, a longitudinal study
of an order of nuns that included both clinicalesssnent and brain autopsy after death
(Snowdon, 1997). One participant who performedepionally well on clinical assessments
was shown to have significant pathology in herrbrgoon autopsy. Her active lifestyle within
the convent, including both physical and socialvétgt seemed to protect against the
appearance of symptoms of dementia (Snowdon, 190@ynitive reserve is also evident in
Scarmeas et al.’s (2001) research which foundpbaple who are at highest risk of dementia
have lower levels of leisure participation thansdavho are at lower risk of dementia. In fact,
other studies have found that participation inuesactivities that have mental, social, or
physical components, or a combination of theseldea lower risk of dementia (Karp et al.,
2006). For example, activities such as readingspayers or magazines, visiting, going out to
movies or restaurants, and walking for pleasureaaseciated with reduced risk of dementia.
Karp et al. also found that even small mental, m&ysor social components have a
cumulative effect.

Unfortunately, research exploring the impact odlee activity on cognition focuses

largely on older populations without dementia. Wliiis evident that leisure has benefits for
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cognition among older adults without dementia, ¢hisra lack of evidence that the same is true
for persons living with dementia. There is, howegeme indication that persons living with
dementia engage in cognitively stimulating actestin order to maintain function or slow
decline. Phinney’s (1998) work reveals that heeagch participants living with early to
moderate dementia made time for activities that Kegir minds active, such as reading or
crossword puzzles. They believed that this guasatdgnst further breakdown. The impact of
engagement in mental, social, and physical leisareognitive reserve may have implications
for the meaning of leisure for persons living wilamentia as they try to protect themselves

against further memory loss.

Leisure and identity

In addition to potential protection against furtiheemory loss, leisure may provide the
opportunity to enhance identity among people liwvith early stage dementia as it affords a
space to make decisions that can be personalilingf(Kelly, 1996). Leisure researchers
believe that leisure plays a significant role ia #elf development process whereby individuals
“...actively seek to understand themselves in retetothe world around them, and to
maintain a sense of self-consistency and posiggand” (Haggard & Williams, 1992. p. 1).
Leisure can provide a space for learning new ratesdeveloping individual identity
(Wearing, 1998). Leisure’s inherent freedom presgidn arena to experiment with new
identities and enhance selfhood. It is an ideatsgor identity expression and development
because it provides the opportunity to build corape¢ and have control over one’s time and
resources. Furthermore, leisure may provide aesfmddentity expression and development
since there is no predetermined outcome that liapfgortunity for self-development. Leisure

provides opportunities for expression and develagrogidentity denied in other roles (Kelly,
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1983). This becomes particularly important in tbhatext of dementia as persons with
dementia are often “shut out” of other roles bethey need to be and leisure becomes one of
the few spaces where identity can be expresseeé]ajmd, and reaffirmed to others.
Opportunities for contemplation and self-examinatioat may occur in leisure are important
for helping individuals to discover or create alive selves (Kleiber, 1999).

Kleiber (1999) argues that identity is formed thgbuoth individuation and
identification. Leisure affords opportunities fadividuation by providing alternative ways of
thinking and being. It can be used to distinguisbself from others in the everyday social
world. Identification occurs when individuals addipe language, customs, and codes of
conduct of the group, establishing membership tb belf and others. Kleiber goes on to
hypothesize that:

Leisure can be a source of identification with oshebut it contributes the most

to identity formation when (1) it affords an oppority for exploration of and

experimentation with emerging interests; (2) theerests that emerge and are

refined are truly personal and in keeping with oth&ues; (3) action taken in
response to interests creates feedback from thdroemwent, including

recognition from others, that reinforces the insé&se (4) there is competence
achieved in that action that defines and reinfomess potentialities; (5) there is

a degree of commitment to that action and to othdrs are involved; and (6)

comfort with others emerges in the social worldt tisacreated around those

interests and skills. (Kleiber, 1999, p. 103)

Leisure could provide space for investment in g&t may not occur in other parts of life,
such as work. It can be an arena for enacting petsonal and social identities as individuals
present themselves, develop and establish an tigeaid then receive feedback on their
performance (Kelly, 1983).

The freedom inherent in leisure to try new ideesitand roles could help persons living

with dementia adapt to changes and transitionisaim tives and try new things when other

valued roles have been lost. While identity anslie in the context of dementia is yet to be
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investigated, research exploring disability andbale iliness reveals that leisure plays a role in
maintaining and developing identities when ondts ik drastically changed (e.g., Hutchinson,
Loy, Kleiber, & Datillo, 2003; Kleiber, Hutchinso®&, Williams, 2002; Reynolds & Prior,

2003; Reynolds & Prior, 2006). Unanticipated egaran disrupt one’s life story such that
personal change is bound to happen. Leisure agagito be salient to one’s self identity, and
reliance on leisure-related identities can serva lagffer for negative life events (Kleiber,
1999), especially when such events lead to a dismupn other identities, such as valued work
and family identities (Reynolds, 2003).

After a negative life event, such as a spinal copaty, leisure and enjoyment can
provide escape from negative emotions, but canaso up a “realm of possibilities” (Kleiber
et al., 2002). Whitehead’s (2006) explorationd#ntity reconstruction among persons with
chronic fatigue syndrome/myalgic encephalomyeliigealed that the women developed
identities by giving up some activities but reptarthem with less strenuous activities. Two
of the participants continued salient leisure pitssafter they had to give up full-time
schooling. Additionally, leisure identities mayopide a sense of continuity through life
transitions and traumas (Kelly, 1999; Reynolds,300~or example, Hutchinson et al. (2003)
found that persons who experienced a spinal cqudyior chronic illness felt that leisure
helped them maintain continuity of self and symtally linked them to their past. “Returning
to past activities...or engaging in new activitieatthrovided a sense of connection with
valued self-perceptions, were instrumental in pn@sg a sense of self, in spite of the changes
in functional abilities, relationships, and rolé€blutchinson et al., 2003, p. 150). Kleiber
(1999) notes that leisure is often used to get backormal” and activities are adopted

because they provide a distraction from pain dress. Furthermore, leisure provides a means
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for connecting with others based on shared expeggemstead of illnesses (Hutchinson et al.,
2003; Reynolds, 1997, 2003; Reynolds & Pryor, 2008¢an also serve as a space for
reconnecting with others, even if involvement ipaaticular leisure activity has to be modified
(Kleiber, 1999). Maintaining or resuming involvemen familiar activities can affirm identity
and reinforce valued aspects of one’s previouqfeiber et al., 2002). As well, leisure helps
preserve a sense of competence which, in turns lead sense of independence and helps
individuals to feel like “themselves” (Hutchinsonat., 2003).

While it appears that leisure has a role to plajantaining continuity of self after a
negative life event, Kleiber et al. (2002) sugdbste is rarely consideration of the way that
leisure fits with a changed conception of selfnégative life event can lead one to reappraise
“...one’s self, life, values and goals, [and] it ofteulminates in greater openness to and
appreciation of experience, other people, andieias well” (Kleiber et al., 2002, p. 221).
The participants in Whitehead'’s (2006) study spokieecoming new selves that were more
positive than their previous selves. When lifsignificantly disrupted, leisure can aid in
reconstructing self. Indeed, such an event “...m&alillerating for the discovery of new
alternatives” (Kleiber et al., 2002, p. 230).

While some research has indicated how leisure ptespportunities for continuity of
identity after acquiring an illness or disabilitychopens the door to many possible selves,
Reynolds and Prior (2003, 2006) show how identay be recreated through engagement in
textile art-making activities when coping with #ss that leads to drastic changes in one’s life.
Many of Reynolds’ (1997, 2003) participants becamvelved in art after diagnosis, but doing
so restored a familiar and satisfactory self-imageé an “able” identity. Engaging in art

helped distract one from thoughts of illness araVjoled an avenue for expressing grief. Art
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also “...provided a means to fill the occupationabwith satisfying creative activity, paving
the way for positive re-evaluation of lifestyle daself image” (Reynolds & Pryor, 2003, p.
789). Engagement in textile art increased coranal choice in their lives which had been
eroded due to illness and led to thinking posithadbout the future instead of feeling uncertain
about it (Reynolds & Pryor, 2003). It also resdlie the development of an artistic identity
that provided a source for a positive self imagarthermore, art helped restore status after
leaving valued careers (Reynolds, 2003). Thesbrgs indicate that leisure may be a space
for identity development for persons living withndentia who also experience significant life
changes.

While researchers have not specifically explorésliie’s role in identity among persons
living with dementia, the literature demonstratest feisure may indeed have a role to play.
Ohman and Nygard (2005) found that leisure and mgér activity provide a space to
communicate identity characteristics and a prigpteere where one can perform the activity at
one’s own level without outside influence for pemfiving in the community with early stage
dementia. Meaningful activity, including leisutgs been shown to be important to persons
living with dementia as a means of retaining a seigpersonal identity (Phinney et al., 2007).
For example, one research participant in Phinney.'ststudy felt that continued involvement
in everyday activities helped her to feel like adapendent and responsible person.
Meaningful activity can provide a sense of contipualthough it is important to recognize that
as situations change in the context of dementiaghavolved in activity may become more
challenging over time and individuals may need nsangport to continue to enjoy valued

activities (Phinney et al., 2007).
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Long-term care research has also suggests wayliahn \'eisure can contribute to
identity in dementia, although family, residentsd ataff have differing perspectives regarding
the type of activities that enhance identity. Hgrand staff feel that family visits and going
for walks are most likely to enhance a sense aftile(Cohen-Mansfield et al., 2000).
Cohen-Mansfield et al. found that residents condmeéng engaged in conversation, listening
to music, social activities, watching televisioacreational games, and going outside to
enhance a sense of identity. These activitiesadpebe more likely to increase a sense of
identity because they are meaningful for the pigiats prior to moving into long-term care
(Cohen-Mansfield et al., 2000). In contrast tadests’ perceptions, staff in the long-term
care facility feel that playing games is most sdli® the identity of persons living with
dementia (Cohen-Mansfield, Papura-Gill, & Golan@&06). This may indicate that family
members and staff need to alter their perceptibh®w identity can be retained for persons
with dementia living in long-term care. It tells that we must take care to enable participation
in activities that are meaningful to residents, Hrat games, such as bingo, commonly offered
in long-term care, may not be effective for sustagndentity for everyone.

Although there is some evidence that leisure mas laarole to play in identity
development after one receives a diagnosis of deaégisure can also constrain identity
development (Kleiber, 1999). This can occur i§lee choices are not linked to the
individual's other interests, talents and committeeri commitment to an activity limits
attention to other possibilities, or if leisure éoms negative aspects of self. Furthermore,
unsuccessful participation in leisure activitiea cadermine self-esteem and in turn limit
development of identity (Kleiber, 1999). Leisuraymegatively impact identity in dementia if

there is a loss of competence in preferred aawivhich serves to reinforce negative
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perceptions that one holds about oneself sincegltagnosed with memory loss. Individuals
can be made aware of their inability or inferiotiiyough leisure or can experience exclusion
due to incompetence (Kelly, 1983). This may beseslly pertinent to persons living with
dementia, who might lose valued leisure skills fratviously formed part of their personal and
social identities. The negative reactions of atertheir diagnosis of dementia could impact
their ability or desire to engage in their prevideisure pursuits where they once developed
competence and expressed personal identity. Howevgure could provide a space to
continue competencies and to focus on remainingafes instead of losses.

While leisure may play a role in personal and dadentity among persons living with
dementia, the literature actually reveals verielitbout the meaning of leisure for identity.
The experience of dementia can be characterizestnms of a balancing act between past and
present identities, and meaningful leisure may jpl@an arena for expression of both

continuous and new identities.

Leisure as resistance

In addition to maintaining or developing identikgisure may serve as a space for
persons living with dementia to resist negativeesigypes and stigma. Resistance refers to
struggle against power structures that spread gifrevery day life (Foucault, 1982).
“Resistance can be seen as an act or series ohadcliat enhance freedom of choice and
personal control” (Shaw, 2006, p. 534). Accordimghaw (2001) “leisure as resistance
implies that leisure behaviours, settings and atigons can challenge the way in which power
is exercised, making leisure a form of politicagtice” (p. 186). The role of resistance is to
struggle against dominant ideologies or beliefeayst, such as gender, race, or sexuality

(Shaw, 2001).
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Resistance can be considered both individual altdatwe: “The individual may engage
in acts of resistance, and these will affect hdrnisdife on an individual level, but at the same
time such acts will also affect others in simildnations” (Shaw, 2001, pg. 193). When
considered from a structural perspective, resigtaea collective act against power relations.
This occurs when an act of resistance has imptinatior others (Shaw, 2001). Collective
resistance can have implications for persons livitty dementia if they use leisure as a space
to resist negative stereotypes, thus altering tetereotypes for all persons living with
dementia, not just the individual who engages eaét of resistance. Coming together as a
group for self-advocacy could be an example ofembiNe resistance among persons living
with dementia. Postmodernists argue that resistanty occurs at the individual level, since
one is only resisting one’s unique situation, tthesindividual act cannot have implications for
others. Here, the desired outcome is individugd@werment rather than social change (Shaw,
2001). An individual living with dementia may exmnce empowerment when using leisure
to resist negative stereotypes of what a persamgliwith dementia can or cannot do.

However, when exploring leisure as resistance arebers argue that individuals have agency
to resist oppression, yet oppression and constamnshared among groups of individuals, so
individual acts of resistance can have implicatibegond the individual (Shaw, 2001). Thus
any act of resistance among persons living withetgra can lead to both feelings of
empowerment and social change.

Resistance can be both intentional and unintenti@reaw, 2001). Acts of resistance
may not always be deliberate attempts to resistiexi power structures. Through resistance,
individuals may seek to enhance their personal pawe/or they may seek to change negative

discourse and existing ideologies. Resistanceidted deliberate acts of both individual and
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collective empowerment, but it can also includeatibns that unintentionally empower
individuals or challenge dominant views (Shaw, 2001

Resistance can occur when social constraints aagaemare challenged (Shaw, 2006).
Resistance through leisure could include refusabtdorm to dominant notions of appropriate
leisure activities or could imply using leisurerésist hegemony (Shaw, 2006). Shaw (2006)
argues that the political significance of leisuse@sistance lies in the process of
communication and the impact that resistant actsheae on others and on political beliefs
and ideologies, suggesting that leisure can hatenpal for not only individual
empowerment, but for collective change. Leisunéésl for resistance because freedom is
encouraged - leisure discourse emphasizes abdgitidsnterests and right to time and space for
enjoyment and freedom, affording people the oppatguo do what they wish, instead of
doing what is expected of them (Wearing, 1995).

Leisure has been considered as a space for resdtagely in the context of women’s
leisure experiences (Shaw, 2006). Wearing (1988)es that leisure is a space for women to
resist domination and to grow beyond what it ig thay are told they should be. Research
exploring women'’s leisure as resistance showstkimatigh leisure some women are able to
resist dominant views of traditional passive feméstereotypes (Wearing, 1998). For
example, a study exploring the leisure of young wonm heterosexual relationships found
that some women use leisure time apart from thainprs to resist both their partners’
expectations and a belief that their leisure shéadds on their relationships (Herridge, Shaw,
& Mannell, 2003). Parry (2005) found that womepesencing infertility are able to use
leisure to resist pronatalist ideologies by engagmleisure pursuits where they gain a sense of

empowerment or demonstrate their social worth béyoatherhood, while avoiding leisure
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that promotes pronatalist ideologies. These ssudied others focusing on women'’s leisure,
demonstrate that leisure can be a space for resestgainst dominant ideologies. Leisure
involves freedom for individual self expressiongddhrough leisure, some women are able to
resist dominant views of traditional passive feméstereotypes (Wearing, 1998).

While explorations of resistance have focused orige leisure can be a space for other
groups of marginalized individuals to resist dominiaeologies and provide avenues for self
development beyond society’s expectations. Wed(if§5) argues that leisure can be a space
to resist negative discourse on aging. Dionidf802, 2006) research on masters athletes
reveals that older athletes both intentionally anohtentionally resist ageist stereotypes of
older adults as dependent and frail. Tulle-Wintt®09) questions whether older adults’ acts
of resistance are acts that resist the onset cdgddor the regulation of old age. Dionigi
(2002) indicates that older athletes in fact rasistoth ways. They resist the belief that older
adults should not participate in competitive sard they also resist “getting old”, believing
that engagement in competitive sport keeps themgdit, and healthy. Dionigi (2002) found
that there are social, mental, and physical benafsociated with participation. Older athletes
experience a sense of empowerment. They gaim@setif satisfaction from participating in
sport and meeting the challenges they face in cangpeThey feel pride in accomplishments
while adapting to limitations in older age. Thesadls to a sense of control in other parts of
their lives.

Wearing (1995) argues that leisure can be a dpactder adults to develop positive
interests and abilities and resist ageism. Thmoitess true for persons living with dementia.
Researchers have not yet explored leisure as & $paresistance among older adults living

with dementia. However, there are indications baih negative stereotypes associated with
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dementia and the process of dementia itself caedisted through leisure. This is evident in
the example of the health care advocate who coediifner role after being diagnosed with
dementia by advocating on behalf of persons livit it:

Within the group she shared stories and experieagdsrecognized remaining

strengths and abilities...by not acquiescing to tlenidant fictions about

people with dementia and by readily speaking tontieelia, she was a powerful

voice against stigma. With the help of others...whbtdate her social persona

and help co-construct this self, she is not dinhiedsin the face of degenerative

illness, but strengthened. She is creating her m@ality and living “as if” she

is a person of worth and influence despite herrthags. (Snyder, 2006, p. 266-

267)

By maintaining valued roles, and through recognitid those roles, this woman is able not
only to resist stigma for herself, but to contribt collective resistance on behalf of other
persons with dementia. Her actions allow her foress what it means to live with dementia
and possibly alter assumptions about and imagdementia. On an individual level, she may
experience empowerment by using her abilities toalestrate her worth. Through leisure, she
affirms her identity as an advocate while resistiojons that persons living with dementia are
unable to fulfill valued roles.

Research indicates that there are other, less ebways of using leisure as a space for
resistance in the context of dementia. Engagemaeddily occupations, including leisure,
emphasizes autonomy, independence, and continulégealamong persons living with
dementia (Ohman & Nygard, 2005). By affording passliving with dementia choice and
control in their lives, leisure may provide an ogpaity to resist loss of control, autonomy,
and independence that others impose on persong lvith dementia. If persons living with
dementia have autonomy, choice, and success thieisgine, they may build confidence to

retain independence in other areas, further ragigixpectations of dependency. Research

indicates that persons living with dementia purgigure activities such as dining with friends
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or traveling to keep their minds active and to stagaged in the world (Cassolato et al., 2009;
Phinney, 1998). Doing so could be considered tasie against negative attitudes associated
with dementia. Furthermore, persons living withlyeatage dementia are eager to continue to
contribute to society (Langdon et al., 2007; Oh®adygard, 2005). Leisure may be a space
for resistance if persons living with dementia tresr leisure time to contribute to society,
showing both themselves and others that they gurabta of doing so.

Leisure may provide a safe space for persons lwirig dementia to resist stereotypical
expectations. Furthermore, it may be seen as i@poin slowing the process of dementia
itself. There is some indication that personsiwwith dementia do resist notions of
incompetence and loss of identity by seeking odtergaging in meaningful activity (e.g.,
Keady et al., 1995; Paterniti, 2000; 2003; Phineegl., 2007; Widdershoven & Berghmans,
2006), but this has yet to be explored in depth.

It is important to recognize that leisure nregt be a space for resistance for all persons
living with dementia. Leisure skills valued by timelividual may erode, and leisure may serve
to remind the individual of the losses associatéd dementia. Currie (2004) explored
exercise as a space for resistance among mothéfe@amd that while participation is a way to
resist dominant discourse surrounding motherhdadso reinforces the belief that women
must “...discipline areas of their body deemed défedcccording to the societal ideal”
(Currie, 2004, p. 238). Similarly, leisure maynferce the losses experienced by persons
living with dementia, instead of serving as a spgacemphasize abilities and resist stigma
associated with dementia. Leisure may reprodwereatypical notions of dementia, especially
when service providers make decisions about whatitées are made available for persons

living with dementia to engage in. For examplesdes opportunities available in day
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programs and long-term care may perpetuate dem&sti@otypes by limiting activities based
on staff members’ views regarding appropriate & for clients. Whether leisure can be a
space for resistance or whether it is a site fpragduction of stereotypical notions of dementia

remains unclear.

Summary

While strides have been made in increasing undwistg of the subjective experience of
dementia and the sustaining or creating of idemtitizin the context of dementia, we have yet
to understand what leisure means to persons liwittgdementia, or whether leisure can be a
space for identity and resistance in the contextenfientia. Research on the subjective
experience of dementia has demonstrated that pelisorg with dementia are willing
research participants who have much to say abeutdéRperiences. They have found ways to
cope with dementia and often want to continue t&areameaningful contribution to society
while maintaining normalcy in their lives. They rkdo sustain and recreate both personal and
social identity, and are able to do so with hardkaand help from others to acknowledge their
roles and accomplishments.

Although our understanding of the meaning of leesarthe dementia context is limited,
therapeutic recreation has been shown to be béadbic persons in later stages of dementia,
and leisure appears to have benefits in termsenfgmting or delaying the onset of dementia.
Leisure has been identified as a space for creatmgsustaining identity, and as a space for
resisting identities ascribed to individuals byisbe Leisure and meaningful activity is
valued among persons living with dementia. Howghitie is known about the meaning and
experience of freely chosen leisure for peoplengwvith dementia and whether or not leisure

plays a role in maintaining or renegotiating idBntiThe research questions that guide this
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study as stated in Chapter 1 are aimed at expawdingmited understanding of leisure in the

context of early stage dementia.
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Chapter 3: Methods
Introduction

Since my aim for this study is to contribute ta anderstanding of the subjective
experience of dementia, | have adopted a quaktatigearch approach. A qualitative approach
to dementia research involves a commitment to viemgs from the perspectives of the
participants. This commitment is essential formteining personhood throughout the research
process (Bond & Corner, 2001). Both Kitwood’s (I8P personhood approach to dementia
and phenomenology’s philosophical underpinningvidethe framework for my research.
Kitwood'’s approach to dementia focuses on the peaswl his/her experience instead of the
neuropathology associated with dementia. Persatidwlistic approach to dementia
highlights the abilities and strengths of the indial, emphasizing ability to engage in
relationships with others. It considers persoviadj with dementia to be persons in their own
right who have life experiences (Adams, 1996), iaethphasizes the importance of
understanding those experiences.

Phenomenology is both a research paradigm androbsapproach that explores “...the
meaning, structure, and essence of the lived expezi..” (Patton, 2002, p.482) of a particular
phenomenon for an individual or group. Althouglepbmenology is perceived and
approached in a number of ways depending on tistegpological stance of the researcher, |
draw upon an interpretivist phenomenological apgindar this study. Such an approach
allows for understanding the meaning and essenlasoire for persons living with dementia,
moving away from a positivist/post-positivist appch to research often utilized in exploring

therapeutic recreation and dementia. | will begith a brief discussion of phenomenology’s
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philosophical underpinnings that will guide my raxsah, followed by a discussion of

phenomenology as a research approach. | will tlescribe data collection and analysis.

Epistemological Assumptions
Phenomenology

Phenomenology is interested in the world as we itifvan Manen, 1997).
Phenomenology focuses on how humans make sengpearience and transform it into
consciousness, both individually and as shared mgarit captures how a phenomenon is
experienced (Patton, 2002) and explores the waythiregs present themselves to us
(Sokolowski, 2000).

Phenomenologists describe the subjective worlellgfjd & Gjengedal, 1994) while
opposing empirical science, arguing that knowledgribjective, and that no “ultimate” reality
exists (Cerbone, 2006; Hammond, Howarth, & Kea®11$chwandt, 2001; Spinelli, 1989).
Instead, objects exist through the meaning than@nidual gives them (Spinelli, 1989).
Literally, phenomenology means the study of pherm@ar(€erbone, 2006). It involves the
description of things as they are experienced (Hanthet al., 1991). We experience things
not only through perception (seeing, hearing, tough but also through believing,
remembering, wishing, deciding and imagining, feglijudging, and bodily actions (Cerbone,
2006; Hammond et al., 1991). The philosophy ofngimeenology requires that we concentrate
on thecharacterandstructureof experience, rather than the cause. It asks waanight

learn from an experience and what sort of insiglegsnight gather from it (Cerbone, 2006).

Existential phenomenology

While phenomenology’s roots are attributed to EddhHisserl, whose transcendental

phenomenology cleared the path for further delioeatof phenomenology (Cerbone, 2006;

51



Mackey, 2005; Moustakas, 1994; Sokolowski, 2000n&p, 1989), this project will follow
existential phenomenology (Heidegger, 1962). [Exisal phenomenology seeks to understand
the events of human existence (Valle et al., 1989k interested in everyday existence
(Cerbone, 2006). Existential phenomenologistselelthat a person does not exist apart from
the world, and the world does not exist apart frmrsons (Valle et al., 1989). Thus,
individuals and the world co-constitute each ofheonard, 1994; Valle et al, 1989). The
meaning of one’s existence emerges through thedwdtlis an individual’s existence that
gives his or her world its meaning (Valle et a@8%). Heidegger (1962) conceptualized Being
as being-in-the world. Being-in-the-world represeihe idea that the object and subject are
inseparable (Mackey 2005). The fundamental straadfibeing-in-the-world is Dasein
(Heidegger, 1962). Heidegger (1962) wrote:

In the interpretation oDasein this structure is something “a priori”; it is not

pieced together, but is primordially and constarglywhole. It affords us,

however, various ways of looking at the items whacé constitutive for it. The

whole of this structure always comes first; buivié keep this constantly in

view, these items, as phenomena, will be madeatedsbut. And thus we shall

have objects for analysis... (p. 65)
Being-in-the-world refers to subjective experienmethe way humans exist, act, or are
involved in the world (van Manen, 1997paseinreinforces the status quo when individuals
are immersed in the natural attitude and lack amga of individuality (Cerbone, 2006).

Existential phenomenology defines two modes of gpeitnauthentic and authentic.
When they are inauthentic, individuals are loghieir everyday routines. They do what is
expected or repeat what others say. They failwo themselves (Cerbone, 2006). Inauthentic
beings conform to prevailing attitudes and moradityl respond to life in a passive stance

(Spinelli, 1989). However, in an authentic exisenndividuals speak for themselves and

give voice to individual experience (Cerbone, 208ginelli, 1989). They maintain
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independence of thought and action and feel ingghaf their lives. Authentic individuals
acknowledge their role in determining actions, tjias, and beliefs, and experience
integration, acceptance, openness, and alivenegks fmtentialities of being-in-the-world
(Spinelli, 1989). In order to transition from inthanticity to authenticity, something disrupts
everyday routines (Cerbone, 2001; Spinelli, 198R)is leads to feelings of anxiety (referred
to asangstin existential phenomenology) (Cerbone, 2001; 8hjri1989). Angst can prevent
individuals from living in an authentic mode (Sinel989). An authentic being recognizes
that it only has one death, and subsequently cadydme life to live. Acknowledging that
death is inevitabldDaseincan be authentic, and authentic persons takeeufashk of
projecting themselves onto their many possibilitrekfe (Cerbone, 2006).

Phenomenology remains relevant today, despite bappeared to peak many years
ago, with its monumental works limited to the eadymid 19" century (Cerbone, 2006).
Phenomenology’s rejection of naturalism as the émign of legitimate inquiry provides an
alternative way to view the world (Cerbone, 2006erbone describes the reason for
practicing phenomenology:

...to facilitate a return to experience, to reawakeuns a sense of its importance

by demonstrating the founding role of experienceour conception of the

world, however sophisticated that conception hasieedo be through the

advancement of natural sciences. In striving towed@n us to our own

experience, to the phenomena through which our emiren of the world is

constituted, phenomenology seeks to awaken usrselves, to make us alive

to our own existence as subjects who bear a kindtwhate responsibility for

that conception. Phenomenology awakens us to ti@spphical and existential

primacy of experience, of intentionality, of sulijeity: of everything that

comes with the assertion of the words “l am”. (@erds, 2006, p. 173-174)

Thus, the philosophical underpinnings of phenomagyphave implications for human science

research that seeks to understand subjective experi
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Understanding lived experience

Phenomenology aims to understdined experiencegr the immediate, pre-reflective
consciousness of life (van Manen, 1997). It endaes/to develop a deeper understanding of
the meaning of everyday experience (van Manen, )199ved experience is explicated
through reflection on its meaning, and gains sigaifce as meaning is given to it. The
structure of a lived experience should be revemedich a way that the nature and
significance of the experience can be grasped amen, 1997).

Phenomenologists believe that lived experience rsdouthelifeworld (or Lebenswelt
or the natural attitude of everyday life (van Man&®97). The lifeworld is co-constructed and
co-created in dialogue between the individual dedvtorld. It is pre-reflective and
independent of knowledge derived from reflectiveutpht (Valle, King, & Halling, 1989).
Phenomenology is concerned with understandingsisencesf an experience, or structures
that are essential for an experience to be whsi{@erbone, 2006; van Manen, 1997).
Schwandt (2001) describes phenomenology as “...dadlecription of ordinary conscious
experience of everyday life (the life-world) — asdeption of ‘things’ (the essential structures
of consciousness) as one experiences them” (p. 191)

Although each person experiences a different lifddy@and likely experiences multiple
lifeworlds even within one day, each lifeworld iaedamental thematic structures, referred to
as lifeworld existentials (van Manen, 1997). Taerflifeworld existentials that can be used to
understand the lifeworld includized spacdspaciality) lived body(corporeality) lived time
(temporality), andived human relatioror lived other(relationality).

Lived spaceefers to space as we feel it, not as it is objelst measured. For example,

“the home reserves a very special space experighioh has some thing to do with the
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fundamental sense of our being...Home is where wdearhatwe aré (van Manen, 1997, p.
102, original emphasis). Lived space refers ukeavorld or landscape in which human
beings move and find themselves at home. Undetsigithe lived space in which an activity
takes place lends itself to understanding the nmgamii that particular experience (van Manen,
1997). de Witt, Ploeg, and Black (2009a) focusediveed space in their study of women
living alone with dementia. Participants reporteeling comfortable at home and wanting to
remain in their own space. They contrast beirfgpate with the possibility of having to move
into long-term care and work on maintaining théility to remain in their own homes. Going
outside of the home to run errands or attend seemhts could be uncomfortable for the
women because of their memory loss, and the wagretineat them within the community.
Lived bodyrefers to the fact that we are always “bodilyhe tvorld” (van Manen, 1997,
p. 103). Individuals both reveal and conceal atspeicself with their physical presence,
although not necessarily deliberately. For exanipleder the critical gaze the body may turn
awkward, the emotions appear clumsy, while undeiattmiring gaze, the body surpasses its
usual grace and its normal abilities” (van Man€997, p. 104). Through their physical
presence and expressions, persons living with deaneray reveal some of the essences of
their leisure experiences. Research regarding lpggly has demonstrated that memory loss is
experienced as a breakdown in bodily flow (Phin&eghesla, 2003). Kontos (2004) explored
lived body among persons living with dementia inggerm care. She argues that embodied
selfhood is revealed in the way the residents waeof their surroundings, and how they
engage with the world. Residents know where thedies are and have a pre-reflective sense
of their environment, enabling them to move aroifirashd use space without thinking about it.

Embodied selfhood is also apparent in social icteya, both through contextual discourse and
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through natural expression of their bodies. Libedy continues to be a source of agency even
when other forms of communication have become dédfigult.

Lived timerefers to subjective time (van Manen, 1997).péexds up when individuals
enjoy themselves and slows down when one is baradxious. Persons living with dementia
often experience time as slowing down (Mitcheldlet 2006). It can also refer to our temporal
way of being in the world — we look to the futunereflect on the past. For example, de Witt,
Ploeg, and Black (2009b) found that participanigegienced temporality as “holding back
time” (p. 13) to remain in their homes as long asgible. They were aware that future time
would lead to moving into long-term care and pdgditrgetting family and friends, so they
tried to maintain their current experience of timeéheir homes as long as possible. Lived
time is useful for exploring personal life histayd one’s views on the future. Understanding
how persons living with dementia experience the#spnt time when engaged in leisure and
past and future time in relation to leisure in dleenentia context may reveal some structures of
their lived experience.

Lived human relatiorr lived otherrefers to the relations we maintain with otherthie
space we share with them (van Manen, 1997). We pssple in a corporeal way based on
their physical presence. We then develop a coatiersl relation that transcends self. “In a
larger existential sense human beings have seaichikid experience of the other, the
communal, the social for a sense of purpose in. lif¢van Manen, 1997, p. 105). How
persons living with dementia experience relatidgah their daily life may provide some
insight into their experience of leisure in the @ of dementia.

While these four lifeworld existentials are diffatil, they are not separate from one

another: “they form an intricate unity which weldak lifeworld” (van Manen, 1997, p. 105).
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However, van Manen (1997) argues that we can sheale existentials in their differentiated
aspects while recognizing that one always bring# fine others. The four lifeworld

existentials will guide data collection and anadysi

Phenomenology and dementia

Phenomenology’s underlying philosophy, especialyaoted in interpretivist or
existential traditions, translates into a quaMatiesearch approach directed at identifying and
describing subjective experience (Schwandt, 200he goal is to gain a deeper understanding
of the nature of everyday experience as it triegaio insightful descriptions of how people
experience the world (van Manen, 1997). Phenonogical research seeks to understand the
essence of the phenomenon of interest. It ist@msyic attempt to uncover and describe the
structures of lived experience and it tries to dbscand interpret the meaning of such
experience with depth and richness (van Manen, J19%Mis is done through first-person
reports of lived experience (Moustakas, 1994). gdw of phenomenological research is to:

...transform lived experience into a textual expm@sf its essence — in such a

way that the effect of the text is at once a re¥lexe-living and a reflective

appropriation of something meaningful: a notiorvidyich a reader is powerfully

animated in his or her own experience. (van Maté8ay, p. 36)

Phenomenology seeks to learn how the lifeworld riomtes to the commonalties in and
differences between the subjective experienceleotudy participants (Lopez & Willis,

2004). It calls for researchers to go beyond vidgtven in order to uncover hidden
phenomena and discover meaning that is not immedgiapparent to our intuiting, analyzing,
and describing and from this create an “animativirative” description of the human action,

behaviour, intention, and experience as individoat in the lifeworld (Cohen & Omery,

1994).
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A phenomenological approach provides insight ireméntia as it is experienced by
those living with it as well as the essence ofuegor persons living with dementia.
Phenomenology is appropriate for exploring demeaié directs focus away from
neuropathology of dementia towards the subjectierence of living with the disease (Bond
& Corner, 2001; Lyman, 1998). By seeking to unedhe meaning that dementia has for
people living with it, and how they experiencepihenomenology challenges the biomedical
model and argues that problems associated with wol&eere not only physiological, but also
socio-environmental (Bond & Corner, 2001). A phaenological approach to dementia
research ensures that our understanding is groundgd lived experience of those with
dementia (Lyman, 1998). Phenomenology is condistéh a personhood approach to
dementia which looks to the individual’s experienmt&ead of focusing on the neuropathology
of dementia. As it provides “a.voice for the lived experience of individualsvasl as
alternative cultural interpretations, this persp@csupports people as they struggle to

maintain their own personhood” (Lyman, 1998, p..52)

Research Design

In order to understand the meaning of leisure ftbenperspectives of persons living
with dementia, data were collected in three wasisst, data were collected through qualitative
interviews. Participants of this study particighie long interviews, which were guided by
conversational interview guides. Second, partitigdservation enhanced understanding of
the lived experience. Third, photovoice was usethat participants could express the
meaning of leisure through photos. | analyzedddta following van Manen’s (1997) steps for

interpretive phenomenological analysis.
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Participant recruitment

| set out to recruit three or four persons livinghwearly stage dementia living in the
community to participate in this study in ordeutnderstand the role and meaning of leisure in
their lives. Participants were accessed througly stage support groups and a dementia
research program in Southwestern Ontario. | coetbagencies by telephone (see Appendix
A), and arranged for in-person meetings with agestaiff at that time to further explain my
research and to ask them for assistance recrygtirticipants (see Appendix B). Agency staff
were given a Fact Sheet describing the study (ppedAdix C). A letter introducing myself
and the study (see Appendix D) and a Fact Shegiotential participants (see Appendix E)
were provided to potential participants by agertejf snembers. Four persons living with
memory loss indicated to agency staff that theyld/be interested in participating in this
study. | later telephoned all four potential papants to determine if they wished to
participate in the study (see Appendix F), whaaglieed that they would like to be involved.
An initial interview was set up at that time. Sepgent meeting times were arranged during
the first interview. In order to participate, pams living with dementia were required to be
able to provide informed consent (see AppendixaBy, be able to use a camera somewhat
independently (i.e., with minimal assistance insper, with written instruction, or completely
independently). They were requested to be willgarticipate in all aspects of data
collection, including interviews, participant obgation, and photovoice. Participants received
a gift certificate as a token of my appreciationgarticipating in this study. They were sent a
thank you letter upon completion of the data caditec(see Appendix H), and a feedback letter

with a summary of the findings upon completiontad study (see Appendix I).
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Participants

Two men and two women with early stage dementia wére living in the community
agreed to participate in this project. The agthefparticipants ranges from 59 to 81 and time
since diagnosis ranges from one year to four ye@ngsee participants live with their spouses,
while one participant lives alone. A brief bioghgpmand description for each participant is

presented below. Participants have been giverdpssmns to protect confidentiality.

Jack

Jack is a 70 year old man who was diagnosed withéliner’'s disease two years ago.
Jack lives with his wife in a bungalow in a seni@@mmunity. Over the course of the data
collection, Jack moved from one seniors’ commutotgnother. Both communities are very
similar, each having a variety of leisure opportigsi available, including swimming, golfing,
exercise, and social activities. Jack and his Wéfee three children and a few grandchildren.
They moved from their previous community, whereythad lived for most of their lives, to be
closer to their daughter.

Both Jack and his wife love physical activity andah of their leisure focuses on being
fit and healthy. Jack plays golf as frequentlypassible, often going to the golf course on his
own, and joining a foursome of people he has needr Jack enjoys both the physical and
social aspects of golf. Jack and his wife alse tik dance, but they have switched from
ballroom dancing to social dancing since Jack aalonger remember the steps and he has a
difficult time leading. Jack also plays crokin@led darts. He used to sail competitively but
had to give it up when he was diagnosed with demelte to safety concerns. Jack has a very
competitive nature and was very demanding of lesvayn the sailboat. He has now turned

that competitive nature inwards, and competes hiitiself to stay mentally and physically fit.
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In addition to all of these activities, Jack atteadday away program for persons living with
dementia twice per week.

Jack considers himself to be an extremely luckg@emwho has led an interesting life.
His parents moved from the USA to Canada when tseanchild, but he was not granted
immigrant status so he was drafted into the Amararany when he was 25. He looks at even
this as a positive time in his life. Upon retuigpito Canada, Jack worked as a draftsman in the
oil and gas industry. Jack loved his work andabmpanies that he worked for. His job was
dangerous and a mistake could result in injuryeath, but Jack was confident in his abilities
and he was very trusted within the industry to dfe.s Although he was retired, he was still
doing contract work when he was diagnosed with deiae He had to give up the contract
work to avoid putting lives at risk. Jack also ganp driving as soon as he was diagnosed and
was happy to do so because of the risk factors.

Living in the seniors’ community provides Jack witkedom since he can walk around
the complex by himself safely and he is able tckwala nearby golf course for a round of
golf, which he does a couple of times a week instliamer. He is a very confident person
who believes he always makes the right decisiondécause | always felt that whatever | did
| did it because it was the right thing to do & time. And I'm feeling that life what I'm
doing now is the right thing to be doing because dloing the right thing” (Jack, Interview 1).
Some of this confidence is beginning to wane, hakloes not feel badly about it.

Jack is very open about his diagnosis of demevittaothers. He loves to talk about his
experiences so that other people better understhatlit is like to live with dementia. He and
his wife have been featured in their local newsp#pee times to talk about living with

dementia, and it is important to Jack to contimumake a difference in the world. He intends
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to donate his brain to research upon his deathade can continue to make a difference.
Jack also likes to be prepared for the future,vaants to have control over when he moves
into long-term care. Jack thinks it is importamunderstand as much as he can about the
progression of dementia so he can be preparetiéduture:

But we are active and the most important thingifirid out as much as you can

as soon as you can when you find out you have diéaeBecause that gives you

the opportunity to for at least for your caregiaed everybody else that you are

with to know that it isn’t something that isn’t ggj to happen tomorrow. (Jack,

Interview 1)

Jack was the only participant to talk about hisegigmce of diagnosis in a positive way.
While he was somewhat surprised by the diagnosisiglcided to trust his doctor and his
family, and immediately accepted the diagnosisk'dageriatrician takes the time to explain
things to him and his wife, and Jack feels satistith the care he receives.

Jack maintains his positive attitude and expreaggeat deal of satisfaction with his life.
He enjoys being physically active and he keeps lesy, despite having to give up his
contract work, which he does occasionally missk dalks about leisure as giving him
something to do everyday and something to look &mdao when he wakes up in the morning.
He has always been an active person, and althaargh ef his activities have changed, he
remains very engaged in life. Right now, the miwgtortant thing in Jack’s life is his family.
“Uh...I think...probably, my life is, my life is prob&pcentral to my life, my family is very
important to me” (Jack, Interview 1). Jack desesibimself as having the life of Riley:

And um...I'm very fortunate. | don’t know if you ev&new that, my wife tells

me | have the life of Riley. Because Riley usech&we everything, you know

like in the old days, it was always the life of ®iland that's what I'm doing now.
I’'m just enjoying it. Doing well, really. (Jacknterview 1)
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Alice

Alice is a 59 year old woman who lives by herselaiseniors’ walk up apartment
building in a rural town. Alice was officially dimosed four years prior to the first interview.
Alice began experiencing vascular dementia abalitgiears ago. She has since been told
that she may have a mixture of both vascular deimeantd Alzheimer’s disease. In addition to
dementia, Alice has Type Il Diabetes.

Alice has two sons, a niece, and a handful of fisewho provide support for her to
remain in her home. Just over a year ago, Aliaptetl a deaf cat from the SPCA, and the two
of them provide support and companionship for eshber. Alice recently became a
grandmother.

Alice has lived with adversity throughout her litksaling with divorce and being a
single mother. She draws on these experienceb@mdhe came through them to remind
herself that she is a stronger person: “So... lilephst has been good to me, even though the
marriage fell apart. And...umm, and that was verfidgift, but...we’re all given things to
make us stronger...” (Alice, Interview 1). Aliggtenacious in her fight with dementia even
though there are many setbacks and losses asaskéstthe journey: “...I'm not as willing to
give up. Um as maybe someone else would” (Alicesrinew 1).

At the time of her diagnosis, Alice was a nursemgy-term care, often administering the
Mini Mental State Exam to assess her patients. witseasked to leave her job, and due to
financial constraints, she was forced to give uphmeise to move into the apartment. As a
nurse, Alice advocated on behalf of and nurturadolaéents. Alice has become actively

involved in advocating on behalf of persons livimgh dementia, although she finds it is
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getting difficult to talk to a large group of pee@nd has changed her way of advocating to an
individual level.

Unlike Jack, Alice had a difficult experience widlagnosis. Doctors took a long time
to give her a diagnosis despite the challengessti@tvas facing at work and in her dalily life:

Yes, umm. In 2000 | had two strokes in May of 2@@@d December of 2000 and then

umm the memory loss...it was more the sequencing timtdidn’t come through even

with rehab and that, there was still a problem...Rnfourth try back to work | managed
to work a while, but then umm, sneaky Pete asllitcqlist kept on making things
difficult and | was unsafe. So it wasn’'t until hinnk it was November ‘03 that | was
diagnosed with Alzheimer’s. And then, June of ‘O¥en | went to see a Geriatrician and
it was changed to Vascular Dementia. But as heisaalld still be the combination of

both...” (Alice, Interview 1)

Alice has many bad days as she lives with the pssjon of dementia. However, her
positive attitude and her efforts to face any @rajes that come her way has helped her to
maintain her independence in her own home, whiehhsghly values.

Alice engages in a wide variety of leisure acidgt and has indeed started several new
activities since being diagnosed. She began fgatimbirds after she moved into her
apartment and finds a great deal of pleasure framching the birds on her balcony. She also
learned how to use a computer, which she usesfoadvocacy work and plays games to
exercise her brain. Alice works on jigsaw puzztesxercise her brain as well. She recently
took up reading and has set the goal to read dYanjelle Steele novel. Alice struggles with
the concept of leisure since being diagnosed, sii@@ once would have been considered
leisure activities she now considers to be workhayg are a means of slowing progression and
keeping her mind active. She still enjoys theswities despite their utility beyond merely

relaxing or having fun, so the lines between ledsamd work are blurrier for Alice than they

are for the other participants.
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Charles

Charles is a 77 year old who was diagnosed witlhdilner’s disease about four years
ago. Charles and his wife belong to the Mennashigch. They live together in an apartment
that is part of a Mennonite seniors’ communityJuigking retirement apartments and long-term
care. Charles and his wife are actively involvethie retirement community. They both
belong to the choir and they also lead prayer ggoufhey have friends whom they enjoy
spending time with, often playing cards, watchingvies, and going to music concerts
together.

Charles also has Parkinson’s disease and macwjanderation, and the combination of
multiple illnesses has an impact on Charles’ lilmenso than the dementia on its own: “l am
very much aware of how each of my ailments relathé others.... It's a combination of the
total that limits me or allows me to do what | vaasng before” (Charles, Interview 3).

Charles was born in Pennsylvania. His father wiasraer, but Charles was not
interested in farming. Through Mennonite rituahatles was ordained a minister, although he
was uncomfortable in the role. He moved to Cartaddtend a bible institute in order to feel
better qualified for the ministry. He continuediéel uncomfortable and eventually he asked
to be unordained. He and his wife bought a meatcheese shop and raised their family in
Canada. Later he sold insurance.

After his wife became seriously ill, and subsedlyerecovered, Charles decided to retire
so they could enjoy their life together. Afteriretnent, Charles and his wife became the
superintendents of an apartment building. Theysdidintil Charles was diagnosed with
Parkinson’s: “...and then | was diagnosed with thekifgon’s, and | couldn’t get the

screwdriver into the right spots anymore and cotilcimase after the lawn mower so |

65



resigned” (Charles, Interview 1). He was lategdiased with Alzheimer’s disease, and after
that, he and his wife decided to give up their ipant and move into their current, smaller
apartment.

Parenting was an important role for Charles, whofhe children and 14 grandchildren.
His family, friends, and faith continue to be imgamt to him: “It makes me very happy to
know that our kids all are Christians with a vegygonal commitment to Christ and the
church. We are not wealthy but we are wealthyrms of family and what they mean to us
and decisions that they made” (Charles, IntervigwHis role as a husband is also important
to him, and he values his relationship with hisemiéry much: “..people know that we have a
very beautiful marriage. And I'm sort of proudtbat. They've affirmed us many times, our
friends” (Charles, Interview 1). He goes on to Sayhere are so many persons who do not
enjoy the...marriage relationship as much as whadaevend | feel really good about what we
have. | always say if it's good make it betterh&ther it's marriage or whatever...” (Charles,
Interview 1).

In addition to choir and spending time with frien@harles and his wife walk together
every evening in their building. They also usekia poles for walking outside, which help

Charles to balance. Charles loves to read anddspanoch of his time enjoying fiction.

Charles has found creative ways to manage theddkaehe has experienced. He sees himself

as an individual who copes well with change, anshes to demonstrate to others that he is

still able to do so.
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Rita

Rita is 82 years old and was diagnosed with Alzleeisndisease about a year before her
interviews took place. Rita also has Diabeteda Ries in a seniors’ condominium building
with her husband. She worked for her husbandisraree company “doing the books” for
years before her daughter took over her positiehstue retired. Rita was the first female
deacon in her church, a fact of which she is quiteid, and she continues to attend church,
although she has ceased participating in othercbhnlated activities such as the choir and the
women’s group.

Rita is a cheerful, bubbly woman who loves to jifles and describes herself as having
a sense of humour. She is a grandmother of 12ighéldren, but she has one granddaughter
with whom she is particularly close. She spendshmaf her time with this six year old
granddaughter: “...The last one born she uh, phoreesvaryday...And she calls me every
night and says ‘have a good night’ (laughs) yowki¢Rita, Interview 1). She is close to her
family and sees them fairly frequently: “So we hawsonderful family. Our kids are just
great, and grandchildren and great grandchildiigrey’re all great” (Rita, Interview 1).

Receiving a diagnosis of Alzheimer’s disease wagrprise for Rita, and an unpleasant
and frustrating experience. She told me in owst finterview: “I was diagnosed about, like,
about a year ago now. And it came as quite a sh@&Ka, Interview 1). She had difficulty
with the assessments and found them to be juveSitenetimes, Rita questions her diagnosis,
and asks her doctor if he might be wrong abouirice she feels the same as she ever did. She
feels that she has not changed, yet she does epsakie changes in her skills and abilities.
Rita believes that having an optimistic attitudd elp her fight dementia and prevent her

from getting depressed. She believes that havieigony loss is just another part of life: “It’'s
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not like both of my legs have been cut off... Alzheits is just part of life” (Rita, participant
observation field notes, games).

Rita experiences altered expectations from herljeamd friends. She feels that they
assume that she is no longer capable to look ladteself in some respects. For example, they
constantly remind her to take her insulin, someghirat she has never forgotten. She wants to
be treated as though she is no different. Sherbesancertain of other people’s intentions
towards her, fearful that they are being nice todrteasking her how she is because she has
dementia.

Rita describes herself as not being all that adie@ause of her age: “I'm not a...very
active person now because I'm 82 years old” (Rmerview 1). In terms of leisure she
watches TV, writes poetry, and socializes withrfde and family. Rita has dropped some
activities in the past couple of years, but notassarily due to dementia. In some cases she
has lost interest, and in others, she feels tha¢aage it is no longer appropriate to participate

Rita loves to go to the mall and shop, but sineelp her license, she does not get there
as often as she would like. She is reluctant kdf@sor accept help from others and dislikes
the loss of independence that she has experieri8leel wants to be able to go to the mall by
herself instead of going with somebody else, sossineetimes chooses to stay home. Rita
writes poetry and is currently writing a book ofexy for her grandchildren so that they will
remember her as she was. Rita also loves to szeehd plays cards with her neighbour once

a week.
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Interviews

The first method of collecting data for this studyolved in-depth interviews with
persons living with dementia. Interviews are datwbrative effort that lead to “...a
contextually bound and mutually created story” (@@oa & Frey, 2005, p. 696). Interviews
allow entry into another person’s perspective, beigig with the assumption that others’ views
are meaningful, knowable, and able to be made @kffatton, 2002). Although persons
living with dementia may at first be reluctant atktabout their experiences due to fear of not
knowing the answers, when researchers listen toubees, participants are pleased that their
comments are taken seriously and that their vie@sansidered (Proctor, 2001). Although
communicating with people with dementia may posalehges not found in other interviews,
research has shown that the subjective experigmbeneentia can be understood. People with
dementia can participate actively in interviewstojene hour in length, and follow-up
interviews and observations can enrich findingsr(féy, 1998).

There are a number of advantages to gatheringlaiatagh in-depth interviews
(Kleinman, Stenross, & McMahon, 1994). Througlemitews, researchers can learn how their
participants maintain, transform, or challengedentity. They also afford interviewers the
opportunity to draw upon participants’ self-refieity, and learn how people use experiences,
relationships, and identities to construct sefitetviews may provide access to emotions and
identities that might not be displayed through ipgrant observation (Kleinman et al., 1994).
Kleinman et al. argue that interviews highlight miegs and feelings. They provide a means
for persons living with dementia to describe tleiperiences. In this study, interviews

revealed experiences, meanings, and feelings atedavith leisure in the dementia context.
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The long interview, which provides the opporturigysee into the lifeworld of the participants,
guided the interview process. Long interviews ¢strdf aseriesof interviews in which the
researcher aims to understand the mental worldeoindividual (McCracken, 1988). These
interviews provide insight into the content andigat of daily experience, while at the same
time considering the social and cultural conteiey allow the participant to tell his or her
story in his or her own way, yet provide guidanu®tigh interview prompts. Such prompts
can help the individual to articulate what he o sikes for granted.

The long interviews began by building rapport to {he participants at ease through
casual conversation and collection of biographizah. This was followed by questions and
prompting around the lived experience being explpreferred to as “grand tour” questions.
Grand tour questions are general and non-direciiley are aimed at encouraging
participants to talk. Grand tour questions inctlifieating prompts, in which | repeated key
terms and watched for key words mentioned by teggaants. They also included planned
prompts used to discuss aspects of the experidrid@ntentia that are not coming immediately
to mind (e.g., How have you adjusted to changesW #bes that make you feel?). Planned
prompts included category prompts which accountdonal characteristics of the topic being
discussed (e.g., Do you have any technigues foagiag challenges in leisure?). Planned
prompts can also include asking the participantabgceptional incidents (e.g., can you tell
me about an incident where you were unable to addreallenges in your leisure?). A
conversational guide (see Appendix J) includinthiimographical questions and grand tour
guestions was used to ensure that the interviesrstighly explored the participants’
experiences, yet did not restrict freedom and bérig within the interviews (McCracken,

1988).

70



The long interview allows for intimate understarglof the participant, while
recognizing cultural assumptions and practicess distinct from other interview formats as it
is a focused, highly intensive interview procest ttenters attention on cultural categories and
shared meanings rather than individual affectiagest(McCracken, 1988). Consistent with
the long interview approach, rapport was builthe first interview. This interview focused on
information gathering and open ended questionssiaght to understand the participants’
experiences, particularly of dementia (see AppedilixAt this interview, the participants were
provided with disposable cameras for the photovasggect of the project. The second
interview focused on the photos taken by partidipaising photovoice (see Appendix K). The
third interview explored how leisure helps the jggoants cope with change in their lives (see
Appendix L). A fourth interview gave the particiga the opportunity to reflect on the
emerging themes and decide if themes actuallyateftetheir experiences. Interviews were

recorded and transcribed verbatim. They ranged 66 minutes to 105 minutes in length.

Participant Observation

McCracken (1988) argues that the long interviewefiits not enough for thorough data
collection, and Phinney (1998) suggests that imt@rs with persons living with dementia can
be enriched with observation. Patton (2002) stidu@is “Observations provide a check on
what is reported in interviews; interviews, on titber hand, permit the observer to go beyond
external behaviour to explore feelings and thouglpts306). As such, participant observation
served as the second means of data collectiohifostudy. Participant observation is “...a
methodology that assumes immersion in a settimn¢avith observation, reflection and
interpretation) [and] is the best way to developwledge of others’ ways of thinking or

acting” (Schwandt, 2007 p. 219). Typically theaasher takes part in the daily activities,
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rituals, interactions, and events in order to ledyaut their life routines (DeWalt & DeWalt,
2002). Atkinson, Coffey, and Delamont (2003) arthed what we observe and what we
construct through interviews can together incorfsacial actions of different kinds and yield
different forms of data. Observation can aid ieager understanding the complexities of a
particular phenomenon than interviews alone (Paf602). Participant observation added
greater richness and a different perspective ta daltected through the long interview to
construct a broader understanding of the parti¢gdeisure experiences. Kirby, Greaves, and
Reid (2006) note that participant observation imeslfocused observation of “people’s
behaviours ‘in the field’, and it includes providievidence of those behaviours and of the
meanings people attach to them” (p. 147). Theareber observes social life in its “natural
habitat” (Kirby et al., 2006, p. 147). FurthermoRatton (1990) argues that participant
observation allows researchers to experience \iegtdre trying to understand, something that
cannot be done through interviews alone. He sthtds

The purpose of observation data isd&scribethe setting that was observed, the

activities that took place in that setting, the gleowho participated in those

activities, and the meanings of what was observewh the perspective of those

observed. (Patton, 1990, p. 202)

Participant observation leads to the developmeanahsider’s view of what is
happening — the researcher feels what it is likgaticipate in the activity (Patton, 1990). It
can add to data collected via interviews becauseviews elicit information about what
people say they do, rather than what they actulallgAtkinson et al., 2003). Atkinson et al.
(2003) argue that participant observation is sigaift because it affords researchers with an

opportunity to engage with others through practacad symbolic interactions and acquire an

understanding of them. Atkinson et al. go on #testhat:
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Without the capacity and the willingness to commitselves to social worlds,

and to “participate” in them — albeit to a limitadd temporary degree — then we

shall never bring to bear those intellectual, syieboand emotional

competencies to a disciplined understanding of gbeial world about us.

(Atkinson et al., 2003, p. 115)

Phinney (1998) collected both interview and obsgowal data to understand the
experience of living with dementia and found thatvdng upon both of these data collection
methods resulted in rich, detailed data. Obsesmatconfirmed interview data and provided a
way to understand both daily life and how peopteriacted with the environment and with
each other. Phinney et al. (2007) suggest thacgeant observation provides a window into
everyday habits, which can be difficult to desciibéhe interview setting because they are
taken for granted or forgotten. Similarly, in teisidy, through participant observation, |
engaged with each of my research participants emoomore leisure activities chosen by
them. In doing so, | was able to experience witht what it was like to participate in their
valued activities and understand those experieincas alternative way that may not have
been reachable through verbal discussion alone.

Patton (2002) notes that the participant obseragigipates in the activity while
observing and talking with other participants abebat is happening. He also recognizes that
the extent of participation depends on the natbitheoactivity. | participated as fully as
possible in the participants’ chosen leisure aitisi | adopted the role of part participant/part
observer (Patton, 2002). Observation was guideskebgitizing concepts that served to remind
me before and during the leisure activity of wimabbserve (see Appendix M). While

participant observation involves being open to what one can learn, sensitizing concepts

provide a means of organizing the complexity ofékperience (Patton, 2002).
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Since field notes are the primary method of captuparticipant observation data
(DeWalt & DeWalt, 2002), immediately following obysation, | reconstructed what occurred
through detailed field notes, including my obseimad regarding the environment, the activity
itself, any discussion that occurred, about thei§ipeactivity, or otherwise, and other aspects
based upon my sensitizing framework. | used tdréerent types of field notes, including
descriptive field notes, methodological field notasd analytic notes. (DeWalt & DeWalt,
2002). Patton (2002) indicates that observatidatd must have depth, describing what
occurred. My detailed field notes focused on dpedescriptions of what had occurred. They
included description of the physical context, teegle involved, their behaviour, and verbal
and nonverbal communication, including verbatimtgapto the extent that | was able to
remember them (DeWalt & DeWalt, 2002). My methadptal notes contained information
on new ways to do things as | learned about amiegagxperience doing participant
observation as well as the method of observingthadutcome or limitations of my choices
(DeWalt & DeWalt, 2002). As well, my own feelingeflections, and experiences with the
process of participant observation and the waysghich my presence may have influenced the
activity were recorded and included in the datdyamaprocess (DeWalt & DeWalt, 2002;
Patton, 2002). My analytic notes included my iptetations of the data. All field notes
included my insights and interpretations of whasWwappening and what it meant (DeWalt &
DeWalt, 2002; Patton, 2002).

As with any method, there are limitations of pap@nt observation (DeWalt & DeWalt,
2002). Since it is an experiential approach, éffective for understanding phenomena that are
observable, but some events and activities map@aibservable. Second, observation may

neglect to consider processes that occur outsitleeadbserved situation that may have an
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impact on the activity or event. Participant olgaéion cannot be used to understand
distribution of characteristics or the importanégarticular ideas and traits, yet it can be
useful in identifying patterns of thought and bebav (DeWalt & DeWalt, 2002). Personal
limitations that | faced included difficulty rememiing the details over the course of
participant observation and the small number ofises that the participants and | engaged in
together. Spending more time with participanttheir leisure would have provided me with a
better understanding of how they experience tlaodirite activities. Using participant
observation in combination with interviews and wpttotovoice helped to counter these

limitations.

Photovoice

To gain further understanding of the meaning &fues, the method of photovoice was
used (Wang, 1999; Wang & Burris, 1997). Photovasca participatory action research
method in which participants are provided with ceaseand given the opportunity to use
photography to express, reflect, and communicate éveryday lives (Wang, 1999).
Photovoice enables researchers to see the wortdtfre view of research participants. It “can
affirm the ingenuity and perspective of society’ssnvulnerable populations” (Wang &
Burris, 1997, p. 372). Photovoice may be partidylaseful for exploring the subjective
experience of dementia because it “... expands tmesof representation and the diversity of
voices that help define, and improve our socidlitipal, and health realities” (Wang, Cash, &
Powers, 2000, p. 911).

Photovoice enables individuals to act as recordetiseir lives and as catalysts for
change (Wang & Burris, 1997). Furthermore, pgrtiaits can use the power of the visual

image to communicate their life experiences (Wara.e2000). Through photovoice,
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researchers are afforded the opportunity to seethlel from the view of others, and research
participants have the chance to describe what gineitos mean and reflect (Wang & Burris,
1997). Photos can enrich interviews with theirazafy to generate multiple meanings and to
trigger discussion (Clark-lbafiez, 2004). Haged@894) summarizes the advantages of using
photography in research:

Photographs invite open expression while maintgirgoncrete and explicit

reference points. The images captured in photdgrapvite people to take the

lead in inquiry, facilitating their discussion oh a&xperience. Photographic

interviews elicit a unique return of insights tmaight otherwise be impossible

to obtain with other techniques. Photographs simarpemory and give the

interview an immediate character of realistic camgion and function. (p. 47)

Photovoice has a great deal of potential for ingireginsight into the experience of
leisure within the context of dementia as it pr@gantry into the research participants’ point
of view (Radley & Taylor, 2003). Many benefitstbe photovoice method have been
documented. The use of photos in research hasdheswn to provide reflective opportunities
for participants (Loeffler, 2004; Samuels, 200Bnhotovoice can provide persons living with
dementia with an alternative way to consider teggryday lives and the role of leisure within
daily life by using a visual memory aid to reflegion their experiences and situations. Photos
can also help build rapport between researcherpariatipants (Loeffler, 2004) by providing
participants with something to focus on, thus epsimxiety (Clark-Ibafiez, 2004; Harper,
2002) and encouraging communication (Hagedorn, ;198dffler, 2004). Photos can capture
greater levels of detail about the emotional megoinexperience than words-only data
collection (Loeffler, 2004). The use of photogragian be a means for expressing emotions

(Radley & Taylor, 2003) and unidentified needs (ibest al., 2007). Photovoice may lead to

increased understanding of one’s own life expegsnc
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Photovoice researchers have been able to demanstrate of the motivations and
advantages of using this method for research gaants. Baker and Wang (2006) found that
photovoice participants with chronic pain becam@ived in the research to help others better
cope with pain, and to learn more about the phi/sicd emotional experience of pain. When
used with persons experiencing aphasia after kestphotovoice led to a new means of self-
expression. Photos were shown to family and feendexpress concerns and hopes about the
present and future (Levin et al., 2007). Throubhbtpvoice, participants and researchers could
identify previously undefined needs and particisatperienced empowerment as they gave
voice to their concerns and needs. They experiefesdings of control in their lives that were
lost in the medical model of treatment (Levin et 2007). Photovoice could provide similar
opportunities for persons living with dementia ghothers cope with the daily experience of
dementia, and understand the role of leisure imtaming identity and resisting stigma
associated with dementia. Further, Levin's e{2007) research exploring aphasia provides an
example of how photovoice can benefit everyoneot®htaken by their participants are posted
on a website, showing how persons living with aphaan lead full lives (Levin et al., 2007).
Photovoice has been shown to be empowering foarels@articipants as they have control in
deciding what to depict about their lives (Leviragét 2007; Stewart & Floyd, 2004). This
technique can increase feelings of competenceasgshs and capabilities are discovered
(Foster-Fishman, Nowell, Deacon, Nievar, & McCa2dR5). Persons living with dementia
may experience feelings of empowerment when ussgalaids to tell their stories, especially
if their abilities to communicate verbally haveea#td. The use of cameras to reveal experience
may uncover hidden strengths and abilities andrertsiat persons living with dementia are

recognized as the experts of their own experiemecaddition to personal benefits, Carlson,
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Engebretson, and Chamberlain (2006) argue thabpbiae challenges assumptions embedded
in cultural norms, leading to change. Adoptingitiaal reflection approach to photovoice in
the context of leisure and dementia focuses on positive and negative issues within the

lives of persons living with dementia. Such anrapph may portray the experience of
dementia in a more holistic way in a public aranaying away from the predominantly
negative discourse surrounding dementia and prox@isitive identities for those living

with the disease.

Although photovoice is typically a participatorytian research method in which
participants meet in groups to discuss the regufilmotographs and outline the strengths and
weaknesses of their communities, Baker and Wan@g2Modified the method to work with
individuals instead of groups. This study simyfarivolved one-on-one discussions between
the researcher and the photographer instead oéséiqg that participants attend multiple
meetings to learn how to use their cameras orgiaate in public forums. In my study, | gave
participants disposable cameras upon the concluditre first interview and asked them to
take photos of meaningful objects and experienglesimg to their leisure. Since other
research using photovoice with older adults hastpdiout the challenges of using disposable
cameras (e.g., small print, manual dexterity rezf)i(Kelly, Wakewich, Simmons, & Leipert,
2007), participants were given the option to usgrtbwn cameras if they preferred, however,
all four participants chose to use the disposahiearas provided to them. Participants
received both written and verbal instructions regag the operation of the camera. While |
had hoped that participants would take photos ieddently, three of them asked family
members to take the photos so that they couldddedad in the photo engaging in leisure. As

well, two participants asked me to take photosefrt before | collected the cameras to be
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developed. While this could have influenced whatparticipants chose to photograph,
Radley and Taylor (2003) found that assisting \itlotography increased knowledge about
the context in which the photos were taken ances®ed awareness of the decision making
process participants underwent when deciding whphotograph. The persons with memory
loss decided which photos they wanted and seteaighbts.

Once patrticipants finished taking photos, the cas&rere picked up and two sets of
photos were developed. One set was returned toattieipants and | kept one set to use in
discussion with the participant and as part ofdbléected data. Additionally, photos were
transferred onto two compact disks. One was gigehe participant and the other was kept as
data. The second interview involved discussiomagiche photos taken by the participants to
contextualize issues around leisure, including wie seen in the picture, what was really
happening in the photo, and how the photo relatexVéryday life (Wang & Burris, 1997).
Since using photos alone contradicts the essengleadbvoice, the participants were asked to
discuss (give voice) to their individual experiercthey were asked to narrate the meaning of
the photos (Wang & Burris, 1997). In order to uistend the meaning behind the photos,
discussion focused on the leisure activities reppresl in the photos. The lifeworld
existentials were used to guide a series of questoound each photo to reveal how the
activity is experienced in terms of spatiality, fgorality, corporeality, and relationality (see
Appendix K).

The use of photovoice added a unique element $csthdy, providing further insight
into the subjective experiences of the participafisis distinctive way of communicating led
to greater understanding of the meaning of leigsutbe context of dementia. Visual images

provided persons living with dementia with a stagtpoint for discussing the meaning of
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leisure and whether or not leisure has a role stasning identity and resisting negative

discourse surrounding dementia.

Data collection process

Jack, Alice, Charles, and Rita participated in fimterviews and one or two participant
observation sessions. In this section, | provieiits on data collection with each participant,
outlining the general time line of data collectitength of time in each meeting, and a brief
overview of the locations of the data collectionetiregs.

Data collection with Jack took place over fiventits. His interviews ranged in length
from one hour to one hour and forty minutes. Onst fnterview was arranged at Jack’s
daughter’s house, with his wife and daughter preserarly spring, in the early afternoon. At
this first meeting, Jack and his family and | gokhow each other and | began to understand
Jack’s experiences with dementia. At this meetilagk was given a disposable camera and
asked to take photos of objects, spaces, and ssiltjet are meaningful for his leisure. Jack’s
wife said she would develop the photos for me se@eed discuss them at our second
meeting. One month later, Jack was again vishisglaughter when our second interview
took place. By this time, Jack and his wife wereking for a new place to live to be closer to
their daughter and son-in-law. This interview itweal the 24 photos that Jack and his wife
and taken and developed. Jack and | went thrdugphiotos together while Jack’s wife
listened and occasionally clarified Jack’s commenisis interview took place in the evening,
and | noticed Jack seemed more tired and had a difficeilt time focusing on the questions,
yet his enthusiasm for talking about his leisure wary strong. The third interview took place
in a local coffee shop in late spring where Jackwife, and | discussed what leisure means

for Jack. At this time, Jack and his wife werepameng to move to the area. Our participant
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observation meeting occurred at Jack and his wifel home in a local seniors’ community.
This meeting occurred approximately two monthsrjaia a warm sunny midsummer day.
Jack taught me how to putt on the putting greemsiretirement community. We spent three
hours together putting and socializing both betord after the activity. Due to Jack’s move
and busy lifestyle, we were only able to schedule participant observation meeting. Our
follow up meeting to discuss my findings occurredrfmonths later at the new home of Jack
and his wife. At this meeting, Jack concurred thatfindings reflected his experiences with
memory loss.

Interviews with Alice took place in her apartmemepthe course of three months. Her
interviews ranged from 50 minutes to 105 minut€éke first interview took place in early
spring where we talked about her history and hpeagnce with dementia. During this
interview, | gave Alice a camera and asked healte photos of things that were meaningful
for her leisure. | returned to see Alice abougéweeks later, where upon | picked up the
camera, and Alice and | participated in one offagourite leisure activities for two hours.
Alice taught me some of the computer games thapktys to keep her mind active. Three
weeks later, | returned again for our second imganto discuss the 20 photos that Alice took.
Alice and | sat at her kitchen table and went thgfothe photos she took and discussed them in
detail. We scheduled for a third interview at ttuatte. | returned for our third follow up
interview, where Alice and | chatted more aboutriezanings of leisure for her and some of
my preliminary findings. We planned for a final @i@g to do some crafts together. On our
fifth meeting, Alice and | did a variety of actias. We did crafts, including crocheting and
rug hooking, for about one hour. After this, Alieight me how to play Yahtzee and we

played for two hours. Time of day varied for Algelata collection, ranging from mid-
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morning to early afternoon. A fourth, follow ugeénview was conducted with Alice
approximately six months later where | presentedfitidings of the study to Alice, and she
provided feedback. Alice felt that my themes rettéel her experiences.

Interviews with Charles took place in his apartmedis wife was busy doing volunteer
work for the retirement home during our interview3ata collection with Charles spanned two
months. Our first interview took place in sprimghere Charles and | talked about his
experiences with dementia and he told me abodiféistory. At this interview, | gave
Charles a camera and asked Charles and his wiéé&égohotos of people, places, objects and
activities that were important to Charles. Assuteof Charles’ Parkinson’s disease and visual
impairment, his wife took the camera and consem$o and she took 11 photos. At our
second meeting, approximately two weeks later, IEkand his wife taught me how to play
their favourite games — golf using Skip-bo cardsl a dice game called Phase 10. We played
games for one hour. At the end of the sessiamgk the camera and developed the photos.
Our second interview discussing Charles’ photogsagaturred about two weeks later, and this
was followed by our third interview explored meagsrof leisure for Charles in greater depth
one month later. One week after our third intewi€harles and | went for a walk with the
walking poles along a local river for our seconiduee activity. | borrowed Charles’ wife’s
walking poles, and Charles showed me a frequerk thialy do not far from their home. We
walked for about 35 minutes, but spent an hourttegan total. All meetings with Charles
took place in the late afternoon. Our final folloyw interview occurred about six and a half
months following our pole walking meeting. Chardesl | discussed the findings and he

agreed that the diagram and themes well represamdedory.
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Interviews with Rita took place in her condominiwhile her husband was out for
coffee with his friends. The interviews took plamesr two months and ranged in length from
about 45 minutes to 70 minutes. Our first intewteok place in spring, where Rita and | got
to know each other and chatted about her expeeridaring this interview, | gave Rita a
camera and asked her to take photos of her lefsutbe study. | returned ten days later for
our second meeting, where Rita and | went for &webund the block in her neighbourhood
and then we chatted over a cold drink and cookfgghis time | took a couple of photos of
her and her leisure, and | picked up the camebe tdeveloped for our next meeting. Rita and
| spent one hour and five minutes together durmg meeting. Eleven days after that, Rita and
| discussed the 11 photos that she had had takieersélf. Our third interview followed this,
where we talked more about the meaning of leisor&fta. For our final participant
observation session, approximately one month #feethird interview, Rita taught me how to
play Skip-bo. We played for about an hour, antbfeéd this with cold drinks and cookies
and a half hour chat about her grandchildren. rAfte last meeting, Rita and her husband
moved from her condominium to a retirement residana nearby town. Our final follow up
meeting to discuss my findings took place in hev apartment. At that time, | learned that
Rita’s husband had spent much of the summer ihdspital with poor health, and was only
beginning to recover. Like the other three pgpaais, Rita felt that the findings did indeed
reflect her experiences with dementia. Intervievith Rita were always scheduled for mid-
morning.

The final interviews were designed not only to pakticipants to reflect on the findings
of the study, but also to fill out any themes thate not adequately developed in the bulk of

data collection. In many cases, | asked parti¢gggmcomment on themes that only emerged
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for one or two of the participants. In some capasticipants provided further insight and
examples into those particular themes, and in athses, they felt that the particular theme did
not represent their experiences. For examplegAdlentified feelings of inertia as part of her
experience, and further probing in follow-up intews revealed that Jack and Charles had

similar experiences. Rita however, did not feal the ever experienced inertia.

Data Analysis

Consistent with phenomenology, data (includingriiigav transcripts from all 16
interviews, field notes from observations, photod their respective narratives, and my
journal of thoughts, observations, and impressiaese analyzed using van Manen’s (1997)
phenomenological reflection, which aims to graspeahsential meaning of the phenomenon
being explored. Since meaning is multilayered mwudtidimensional, reflecting on lived
experience involves reflectively analyzing the staual or thematic aspects of that experience
(van Manen, 1997). Thematic analysis, which isaa@ss of invention, discovery, or
disclosure, was used to interpret the meaningefitled experiences of my participants. A
theme captures the phenomenon one is trying taexpllhematic analysis produces a
description of an aspect of the lived experiendadexplored. Grasping and formulating
thematic understanding is the act of seeing mearftigenomenological themes are essences
that compose an experience. The researcherari@scover something meaningful in the data
(van Manen, 1997). Themes uncovered through phenological reflection are not just
objects, rather “...they are more like knots in thebw of our experiences, around which
certain lived experiences are spun and thus likezligh as meaningful wholes” (van Manen,
1997, p. 90). While van Manen outlines three apghes to uncovering the thematic aspects

of a phenomenon through phenomenological reflectiartuding the holistic approach, the
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selective reading approach, and the detailed apbréadopted the detailed, line by line
approach to analyze the data. The steps | folldwedata analysis included:

1. Reading and re-reading individual transcripts aeld inotes several times
(Halld rsd ttir & Hamrin, 1997; van Manen, 1997) to get a eakthe lived
experience as a whole.

2. Each sentence or sentence cluster was carefuliywhgde considering what it revealed
about the phenomenon being described. Key statsriteat had bearing on leisure in
the dementia context were underlined (Halddl ttir & Hamrin, 1997).

3. Themes identified were noted in the margins oftthescripts and field notes
(Halld rsd ttir & Hamrin, 1997). As themes began to emerfyesé that recurred as
possible commonalities were noted and appropriatases or statements were lifted to
describe the meaning of the themes (van Manen,)1997

4. Themes in each interview and participant obsermag&ssion were compared for
commonalities and differences, and overall therhasliest described the essences of
the participants’ lived experiences were identifjean Manen, 1997).

5. Themes in transcripts or field notes that wereawgbunted for in the original themes
were considered in terms of whether they shoulshtleded and why (Halldsd ttir
& Hamrin, 1997). Themes that upon further reflectivere deemed not essential to
the experience of leisure within the context of meyrloss were removed from the
findings.

6. Descriptions of the themes and how they were iekated continued until themes and
their relationships accurately captured the expegs of the participants (Parsons,
1997).

7. The essence of the phenomena was discussed afiddveiith all of the participants to
see if they agreed with my interpretations (Halédl ttir & Hamrin, 1997; van Manen,
1997). Such discussion attempted to understaihe ithemes truly reflected the
experience as it was described and reflected tasleng “is this what the experience
is really like?” Participants were shown the dagrthat represents the findings. |
described the diagram in detail, asked participentsflect on my interpretations as
presented in the diagram and to indicate if théytiiat it reflected their experiences.
All participants agreed that the diagram was amiate portrayal of their experiences.

As | analyzed the data, | reflected upon the fdamorld existentials discussed above.
van Manen (1997) suggests that doing so will allovresearcher to “...perceive an

immediate immense richness of meaning” (p. 103)is Teflection led to a rich account of the
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lived experience of leisure in the dementia coniietérms of spatiality, corporeality,
temporality, and relationality. Throughout thi®pess of phenomenological reflection, the

essence and meaning of leisure for persons livitig dementia were explicated.

Crystallization

Many researchers perceive validity and reliabgisyirrelevant for judging qualitative
research (Denzin & Lincoln, 2005). de Witt andd®J¢2006) suggest that expressions of
rigour such as credibility and confirmability, coramin qualitative research, are
philosophically different from interpretive phenomodogy. As such, | drew upon
Richardson’s (1997) notion of crystallization. €tallization provides a means of ensuring
quality qualitative research. It is Richardsorf847) response to the process of triangulation,
whereby the researcher uses different methodslitat@ findings. Triangulation assumes that
there is a fixed point that can be triangulateatf@rdson & St. Pierre, 2005). Richardson and
St. Pierre caution against the “rigid, fixed, twioagnsional object” (p. 963) of the triangle.
Instead, Richardson (1997) argues that there ang mays to approach the world. The image
of a crystal provides a metaphor for researchithatultidimensional. The crystal:

...combines symmetry and substance with an infiniegiety of shapes,

substances, transmutations, multidimensionalitie&l angles of approach.

Crystals grow, change, and are altered, but theyhat amorphous. Crystals are

prisms that reflect externalities and refract witthemselves, creating different

colors, patterns, and arrays casting off in diffiérdirections. What we see
depends on our angle of reposé€Richardson & St. Pierre, 2005, p. 963)
Crystallization moves away from the notion of validin which there is one single truth

(Richardson, 1997). It provides us with a “...deeggrcomplex, and thoroughly partial

understanding of the topic” (Richardson & St. Re®005, p. 963).
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As part of this multidimensional project, | adoptedeflexive approach to my research to
ensure crystallization. Reflexivity refers to “..etprocess of critical self-reflection on one’s
biases, theoretical predispositions, preferencdssarforth” (Schwandt, 2007, p. 260).
Bochner (2000) calls for reflexivity in which reselaers demonstrate ethical self-
consciousness in the way they show concern foetiad® are part of the story being told and
recognizing the evolutionary process an individeigeriences in telling their story. Schwandt
(2007) notes that reflexivity shows that the reslear is part of the setting, context, and social
phenomenon she wishes to understand. It is a nieaostically inspecting the research
process, and for examining personal and theorataaimitments in order to see how they
impact the collection and interpretation of data.

Dupuis (1999) calls for greater use of reflexivetimoelology within leisure research,
arguing that:

For leisure researchers, a deeper and more conm@igbainderstanding of what

leisure means to different people and how leisgr@xperienced in different

contexts can only be enriched by a fuller use efs#lf in leisure research, not by

the omission of the self. (Dupuis, 1999, p. 48)

She holds that leisure researchers must use bothéir.research self and their human self
throughout the research process” (p. 48).

Reflexivity is considered to be an important aséparticipant observation, since the
researcher can have an impact upon the actiomosé tbeing observed (DeWalt & DeWalt,
2002; Patton, 2002). As the researcher, | consttlery own impact on what | was able to
observe, hear, and understand when observing (R&002). DeWalt and DeWalt argue that
field notes taken following participant observateme better when the researcher has

considered the impact of personal characteristidstiaeoretical approaches on the

observations.

87



Reflexivity moves away from the tendency to sepatiaeé researcher from the research,
avoiding bracketing of the researcher’s world (FM&iss, Weseen, & Wong, 2000).
Reflexivity allows researchers to “come clean athlgphen” between self and other,
guestioning who we are as researchers as we caqgEathrratives with research participants
(Fine et al., 2000; Fine & Weiss, 1996). Workihg hyphen requires that researchers do not
“silence” their own voices while giving voice todin participants (Fine, 1994). Instead of
writing about those who have been Othered, Fin84)18alls for qualitative researchers to
work the hyphen by engaging with those who have lsagloited. Doing so reveals a great
deal about one’s self and about the structureshafrmg. With the intention to come clean at
the hyphen, as a researcher | am responsiblet@Eragating who | am as | co-produce
narratives together with research participantse [einal. argue:

It is now acknowledged that critical ethnographeasge a responsibility to talk

about our identities, why we interrogate what we \@bat we choose not to

report, how we frame our data, on whom we shedsobolarly gaze, who is

protected and not protected as we do our worke(Etral., 2000, p. 123)

In order to “come clean at the hyphen” a reflejrnal was kept throughout the
process to address the struggles and experientles mdsearch process and my own role as
the researcher. This data added my own perspdotive research process, shedding yet
another beam of light throughout the study.

In addition to reflexivity, crystallization is chaaterized by multiplicity — multiple
voices, multiple perspectives, and multiple lay&freneaning (Denzin & Lincoln, 2005; Guba
& Lincoln, 2005). Denzin and Lincoln describe hdifferent points of view are used in
gualitative research to bring a “...psychological anabtional unity — a pattern - to

interpretive experience” (Denzin & Lincoln, 2005,5). They go on to state that: “In texts

based on the metaphors of montage, quilt makindjja@z improvisation, many different
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things are going on at the same time - differemte® different perspectives, points of views,
angles of vision” (p. 5). In crystallization, tixgiter tells the story from different points of
view. By incorporating the voices and the perspestof myself and the participants gathered
in various ways (i.e., interviews, photos, partaipobservation, reflexivity), | attempted to
construct a collage of what it means to live wigmentia and the meaning of leisure within
the experience of dementia. Multiple meanings gee@as the participants and | worked
together to stitch together an understanding oftuwthmeans to live with dementia and
leisure’s role within the experience of memory loss

Crystallization moves away from “criteriology” thattempts to specify criteria for
assessing the quality of qualitative research basgabstpositivist notions of what makes
research “good” (Schwandt, 1996; Seale, 2002).w&nMlt (1996) argues that moving away
from criteriology requires a departure from “...autarous, indisputable criteria for
distinguishing legitimate from not so legitimatecsd scientific knowledge” (p. 70). In
keeping with Schwandt’s call for a move away fromteciology, Bochner (2000) outlines six
ways to identify good research, especially whengisiternative research approaches.
Qualitative research must include plentiful, cotemetalil, including both trivialities of
everyday life and feelings that go along with theBtructurally complex narratives that reflect
the process of memory work also help to distinggisbd qualitative research. Third, the
author must “...dig at his or her actions and undatiméhem, displaying the self on the page,
taking a measure of life’s limitations, of the cu#l scripts that resist transformation, of
contradictory feelings of ambivalence and layersuddjectivity, squeezing comedy out of
life’s tragedies” (Bochner, 2000, p. 270), whicattempted to do through use of my reflective

journal. Fourth, narratives should demonstratésojoeirney as one’s life is transformed by
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crisis. Fifth, the author should show concerntifmrse who are part of the story being told and
recognizing the evolutionary process an individeigeriences in telling their story. Finally,
Bochner calls for a moving story that elicits gp@sse that is both emotional and intellectual.
| hope that by adopting Bochner’s arguments, #sgarch yielded more than just an
understanding of lived experience, to include a arrative...as a source of empowerment
and a form of resistance to encounter the dominatfa@anonical discourses” (Bochner, 2000,
p. 271).

In addition to Bochner’s ways to judge the quatifyqualitative research, de Witt and
Ploeg (2006) propose five expressions of rigouiriterpretive phenomenology. These
include balanced integration, openness, concretenesonance, and actualization. Balanced
integration refers to “articulation of the gengphilosophical theme and its fit with the
researcher and the research topic...in-depth intentgyiof philosophical concepts within the
study methods and findings...and a balance betweewndice of participants and the
philosophical explanation” (de Witt & Ploeg, 20@6,224). | attempted to balance the
philosophy of interpretive phenomenology with thedings of this project by considering the
findings in terms of the lifeworld existentials.pénness refers to “the need for a systematic,
explicit process of accounting for the multiple deans made throughout the
phenomenological study...” (p. 225). My reflexiveijoal provided a space for me to be open
about the research process and decisions maderé@@mess can be recognized by examples
that “...situate the reader concretely in the contéxhe phenomenon...” (p. 225). | have
provided rich, vivid examples through the findinthat aim to place the reader directly in the
context of the lived experience of leisure withie tontext of dementia. Resonance refers to

the effect of the findings on the reader. Resoeasiudged by asking if reading the findings
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was a moving experience. | have also aimed taeptdbe findings in a way that resonates
with readers. It is my hope that my readers mdwethe voices of the participants, and see
memory loss in new ways. Finally actualizationraddes the notion that findings will
continue to be interpreted by readers in the fugdeeWitt & Ploeg, 2006). | anticipate that
readers will continue to think about and reflectoa lived experience revealed in this study.
By using a variety of methods, the data collecedtct the lived experience of dementia
and leisure in many different ways, from differpetspectives. Interviews shone one beam of
light on leisure’s meaning for persons living wittmentia, while photos gathered and
discussed through photovoice gave yet another petigp. Participant observation provided
the opportunity to understand the experience iasking lived, adding to the understanding
gained through reflection. Finally, by keepinge#lexive journal throughout the research
process | included my own perspectives and caketalhsidered their influence upon the
research. Drawing upon Bochner’s six points foigjag qualitative research enabled me to
co-create with the participants a complex (althopagttial) understanding of the meaning of

leisure for persons living with dementia.

Ethical Considerations

The interests of vulnerable populations requiregpattention when conducting
research, yet the assumption that they are unalgarticipate denies them the opportunity to
benefit from and make a meaningful contributiomesearch (Slaughter, Cole, Jennings, &
Reimer, 2007). For research to be ethical, reeeasanust ensure that consent is informed,
that participation is voluntary and can end at timg, that confidentiality is maintained, and

that benefits of the study outweigh the risks (Galey, 2002).
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Issues of informed consent can be particularlylehging for dementia research. For
example, Van Dijkhuizen et al. (2006) found thahaligh all participants consented initially
and in an ongoing manner, sometimes the particspsggmed uncertain about the identity of
the researcher. Participants were worried thatdkearcher intended to move the individual
from her home. Revisiting the purpose of the reseand addressing anxieties was therefore
necessary throughout the project. Taking the toneassure participants and build rapport
may address these problems (Van Dijkhuizen e2@06). While some researchers seek
informed consent from family members, Hubbard, Deyand Tester (2003) suggest that
contacting relatives can erode autonomy and cart&ito infantilization. Dewing (2002)
argues that relying on proxy consent is not coeststith a personhood approach to research.
Since this study focuses on early stage demertitajrong informed consent directly from the
participants was possible, and ensured a persdnedesipproach to research. Furthermore,
Dewing argues that dementia research informedgmrsonhood perspective must include the
principle of social justice. The researcher ms#& his or her research as an opportunity to
contribute to equal opportunity for persons livimgh dementia, and can do so by “talking
directly to the person about the research and Iplessbnsent in a way that enables the person
to be involved and exercise choice” (Dewing, 20821,64). Thus, consent was attained only
from the person living with dementia and it wadffiemed on an ongoing basis. Throughout
the process, | continuously reiterated the purpdsiee research and monitored participants’
willingness to continue their involvement in thisidy.

Research participants must not feel pressuredakiag part in research (Gilhooley,
2002). As the researcher, | made it easy for piatigmarticipants to refuse to participate by

allowing them plenty of time to think about whetleemot they would like to participate
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(Gilhooley, 2002). Upon commencement of data cttbe and throughout the process,
participants were informed that they could withdfaem the study at any time without
consequence (Alzheimer Society of Canada, 200@nfi@entiality and privacy were

respected (Gilhooley, 2002) unless participantsigdes consent to have their images revealed
in the photos they included. Participants werenmied that they could refuse to answer
guestions they were not comfortable with. Anonymas protected for participants (Kayser-
Jones & Koenig, 1994) by using pseudonyms and remgany information that could
potentially identify participants. However, paipiants’ images appear in the photos that they
included in this study, and informed consent wagmgiby participants to have their images
used for the purpose of this study and sharedasgmtations and written reports resulting from
this project.

Considering the interests of persons living witindatia who participate in research
requires “open dialogue and honest communicatigarcBng the person’s wishes, potential
conflicts of interest...and the balancing of risksl &enefits” (National Advisory Council on
Aging, 2004, p. 19). Potential harm to particigamiust be balanced with the benefits of
participation (Kayser-Jones & Koenig, 1994). Thexa@y have been minimal risk to
participants in this study as they were askedfteateon their leisure, which could have led to
discussion of sensitive or personal issues. Tivere also benefits for the participants, such as
the opportunity to share their story with othehg opportunity to advance our understanding
of the experience of dementia, and the opportunityave their voice heard. Indirect benefits
also included “a diversion from routine, the oppaity to meet people and to feel useful and
helpful...” (Keyserlingk, Glass, Kogan, & Gauthier, 19953@7). These benefits could

contribute to well-being, morale, and sense of psep(Keyserlingk et al., 1995).
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In addition to ethical issues relating to reseavith vulnerable populations, photovoice
presents a unique set of ethical challenges fearebers. Photovoice is a method that
respects autonomy, promotes social justice, uphgdsl, and avoids harm (Wang &
Redwood-Jones, 2001), thus it is consistent wigeraonhood approach to ethics that respects
participants’ self-determination, uniqueness andr@amy. However, attention must be paid
to issues of consent, intrusion, and ownershiphot@s (Wang & Redwood-Jones, 2001).
Informed consent is pertinent in photovoice, andddition to informed consent to participate
in the study, consent must be obtained from subjeicphotos. In this study, participants were
given copies of an information letter explaining 8tudy to individuals or guardians of
persons they wished to photograph (see AppendixTiey were also given consent forms and
told that these must be signed in order to phofggrdher people (see Appendix O). |
obtained consent from participants to use theitghon the project and subsequent
publications (see Appendix G). Participants owsrikgatives of photos that they took, and
must give permission, and be given credit, in prations. In addition to getting consent from
human subjects, photovoice participants shoulddavarusion on individuals, groups,
neighbourhoods, and communities. As well, theigpents and | were careful not to place
subjects of photographs in false light. The rigsftthe subject may be compromised if the
interpretation of the events conflicts with hisher thoughts or feelings. Finally, since the
goal of photovoice is to bring about change, | asueing that photos used will not reinforce
the status quo and add to the stigma and negdéveosypes associated with dementia but
present an alternative, more holistic perspecthdementia.

Research ethics surrounding persons living withelgra are complex. Ensuring the

safety and assent of participants may be diffiftldommunication is difficult. The onus is
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placed on the researcher to ensure that partigparderstand all aspects of the project, do not
feel coerced to participate, and are aware thgt¢ha withdraw at anytime. The use of
photovoice adds to this complexity and participantst be made aware of the responsibilities
they have to protect human subjects in photos atitkor ownership over their photographs
and how that will be respected. This project reegiethics approval from the University of

Waterloo’s Office of Research Ethics.
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Chapter 4: Living with Hope in the Midst of Change
Introduction: The Paradox of Challenge and Hope

The participants with whom | had the privilege arking throughout this study
experience their journeys of dementia within a clexparadox of challenge and hop&his
paradox is revealed through the juxtaposition dhliegative and positive aspects of living
life with dementia. Jack, Alice, Charles, and Rita confronted with several hurdles in their
daily lives as dementia progresses. They areagdid by the changes they experience as a
result of dementia, such as forgetting and loskilgss They also face the loss of valued roles
and the negative assumptions of others regardeigdbilities. Despite these adverse
conditions, the participants experience a gredtafdzope, exemplified by their optimistic
outlooks on their lives, their positive attitudasd their continued active engagement in life.
The participants struggle with balancing remairstrgngths with changes in skills and
abilities. Their fear of further memory loss stengside their dreams of possibilities for both
today and the future. The challenges that thegyaeints face in their journeys of dementia
affect their leisure, and yet at the same timey thee leisure to counteract transitions and
continue their fight against dementia.

Challenge and hope are experienced by all pariitspdut some experience more
challenges at this point in their journey than adhe~or example, Rita, who was diagnosed a
year prior to the interviews, has experienced ¥ewychallenges so far and continues to have a
great deal of hope. Charles, however, has expmrtegreater change in his journey and
recognizes that he faces a multitude of challen@spite the increased challenge, he too,

carries a great sense of hope about his life.
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The paradox of challenge and hope is revealedeimty the participants speak of both
challenge and hope at the same time. Alice cosfttmt the journey is indeed paradoxical:
“Yeah, itis. Because like for me personally bessalstill want to appreciate what | can still
do, but there’s this sense of grief over the lossewell. Soitis, it's a real paradox” (Alice,
Interview 3). Jack reveals the paradox when He teé how he experiences some change, but
not a great deal of change. He tries to focusi®medmaining abilities even though he is
starting to experience increased challenges ashels$ through the journey. | ask him about
his experiences with memory loss, and he tells me:

Sometimes it’'s...quite a thing (laughs). | can’'t mber sometimes but it's

not, so far I've been um, very lucky and have had bf help and | haven’t had

any real changes from the time that | was diagnasad now. Now I'm

starting to get into, maybe not quite the second p& it and | get lazy

sometimes because | sleep a lot and | don’'t sedmave the same get up and go

that | once had. But we're still trying... (Jacktdrview 1)

All of the participants juxtapose both the challes@n their lives with the hope that they have
for their present and future while remaining adinengaged in the world around them.

The paradox of challenge and hope plays out withentensions between the essences of
the dementia journey. There are four major esseoicthe paradox, including struggling with
change; tackling life with dementia; threateningaasts on identity; and upholding identities.
Struggling with changeefers to the various changes that the participaxpgrience as a result
of both dementia pathology and as a result of bieibgled as a person with dementia. These
can be quite negative, leading to feelings of saslnfeustration, and embarrassment.
However, the participantackle life with dementiaften by adopting an optimistic outlook and
remaining hopeful despite both current and antteigpdosses.

The experience of the paradox of challenge and htguelies in the tension between

threatening assaults on identiydupholding identities The identities of the participants are
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threatened not only by the challenges they facealso by negative perspectives that society
holds regarding dementia. Instead of acquiesartbdse identity threats, the participants rise
to the challenge of being themselves regardlefiseofincertainties they face.

The findings of this study are summarized in FiglreThe centre of the diagram
represents how challenge and hope are paradosittalg alongside one another through the
experience of dementia. The four outer circlesaggnt each essence of the paradox. They
overlap to represent that no essence stands alther they are influenced by and influence
each of the other essences. The stem and lealieatanthat growth and development
continue when living with memory loss. Alice, Ja€kharles, and Rita feel that the diagram
represents their experiences with memory loss @aiterately while accommodating
individual differences in the experience. Whentipgrants were shown similar diagrams both
with and without the stem and leaves, they predetine diagram that included the stem and
leaves because they felt it reflected their expers by highlighting that memory loss
continues to be a time of growth and development.

This chapter will explore the paradox of challelage hope and how it plays out in the
lives of the participants within the context ofsieie. First, | explore and describe the
experience of encountering change, followed byetigerience of tackling life with dementia.
Next, | explore how the participants experiencedls to their identity. Following this, |
explore how the participants respond to threatddntity and continue to be themselves (See

Appendix P for a chart describing themes and sutéisg.
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Figure 1: Living in the paradox of challenge anghéo
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Struggling with Change

The participants of this study encounter many gkarthat affect all facets of their lives,
including leisure. Struggling with change refeargtie obstacles or alterations that participants
have experienced since being diagnosed with demeMany of these changes are the result
of changes in cognition that occur in dementiae Thanges that are encountered along the
journey includemuddled thinkingfluctuating abilities draining energyfrightening

awarenessanddisquieting emotions

Muddled thinking

Each participant experiences muddled thinking lterations in thought processes that
make thinking and cognition more challenging. Mieddhinking occurs in all spheres of life
for the participants, including leisure. The papants sometimes have difficulty
remembering, judging, concentrating, and accegsbimgghts. Charles told me: “Thinking
clearly is probably the biggest challenge” (Charlaterview 1). Participants experience
muddled thinking while reflecting on the intervigwestions. Charles tells me during his third
interview: “I'm having difficulty today, RebeccdJm...understanding the question and
thinking through how it relates to me” (Charlegeiwiew 3). Charles’ comment highlights
how muddled thinking can occur for participants aad affect what was once a simple,
everyday occurrence, such as communication. Téeness of muddled thinking are
disconcerting forgetfulnesdistracting concentratiorlosing access to thoughtsaffling

environmentandtroublesome learning
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Disconcerting forgetfulness

Disconcerting forgetfulness is experienced fregydnt all four participants. It refers to
the difficulty of remembering recent, current, datlire events more so than usual.
Disconcerting forgetfulness has minimal effect amg-term memory at this point in the
participants’ journeys of memory loss. It can lghbpredictable and unpredictable. For
example, Rita always has difficulty remembering eanbut all participants find some days
they remember things they had forgotten the prevaay. Charles tells me about
forgetfulness early in our conversations: “I'm jgstying that over and over again, | forget the
important things of life, the important things dél Some aren’t important. That’s just the
way it is” (Charles, Interview 1). For examplertgmapants might forget to take their
medications, or they might forget what they hadp&d for the day. Charles talks about the
frustration of forgetting: “It's certainly inconvent for me, because | can’t remember what's
happening for the...tomorrow, or much less today &¢€harles, Interview 3).

Disconcerting forgetfulness can have an impace®ufte when rules for games or
leisure routines are forgotten. Jack talks aborgdtting ballroom dance steps despite having
practiced them for many years. He included a pbbtumself and his wife dancing together
(see Photo 1), and in describing the photo, he te# how dancing had become more
challenging:

...some of it is losing the ability to remember wia should, like you learn a

step for, for months and months and months and #fleof a sudden | can't,

can’t remember to, remember what I'm supposed tddieg. (Jack, Interview
2)
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Photo 1: Jack dancinghaiis wife

Charles, who loves to read, has difficulty remenmgeplot lines and characters: “...there’s a
number of, of, of persons in the plot and to remenwhat happened before sometimes |
forget very easily. Very quickly” (Charles, Integw 3).

Disconcerting forgetfulness is experienced to défifi degrees as it can vary across
hours, days, and situations. Since participantsigistudy are at various points since
diagnosis, some experience more forgetting thaersthFor example, Charles speaks
extensively of forgetting in terms of taking medioa, rules for games, and plotlines, while

Rita only has trouble remembering names at thistpoi
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Distracting concentration

Distracting concentration is the second essenceunidled thinking. Participants often
find their attention span is shorter than it on@swThey may lose focus on a conversation or
during a television show. They may not be ablfliow a sequence of events in a story or
recall a character in a later scene. Charles suin@sahow his ability to concentrate has
changed: “I can’t concentrate um...l don’t have tbgrative skills that used to be there”
(Charles, Interview 1). He has difficulty follovgrthe story when reading or watching a
movie:

But um the other night we watched a movie that {mif] had picked up from

the thrift shop. Crimes of the Heart | believevds, or something like that. And

um, | watched it a couple times before but | caubd get the sense of it. When

it was all over | said [to my wife]... “I'm cluelesss to what was it all about.

Can you tell me the story?” (Charles, Interview 1)

Charles talks about some of the challenges ofvatig along and concentrating on something.
He likes to watch movies and included a photo ofdalf in front of the television (see photo
2). When describing the photo, he explains howlehging watching a movie can be:

| am having more and more trouble um following fihet with the Alzheimer’s.

| can’t see as well and um, | miss some detaitgght. | don’t hear as well, and

so |, especially with accents, whether it's a Seuthaccent or an English,

British accent, | have trouble following. (Charlésterview 2)

Participants are easily distracted and find iticift to concentrate on one project or
activity. Alice finds it challenging to follow henorning routine which involves making
breakfast for herself and feeding her cat: “Becdisgand some days | don’t know what I've
done previously, like cognitively | can’t followitigs through in a sequence. So to backtrack
and pick up where | was, | have no idea where I'\{ialsce, Interview 3). She tells me how

she gets distracted when doing multiple tasks aag mot be able to follow through on any of

them: “So | have to actually, once | get started ptoject I'll work on it but then I'm easily
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distracted and I'll have maybe two or three thiggsg on and not complete one thing” (Alice,

Interview 2).

Photo 2: Charles watches television, but hasdliffy following the plot

Losing access to thoughts

In addition to distracting concentratidosing access to thoughts is common among the
participants. This is apparent not only as thégyréheir lived experiences of dementia, but
also in the interviews themselves. Participantsomcasionally unable to follow a line of
thinking. They may find it difficult to retrievéngir thoughts. Jack explains how he was
always quick to respond in any situation in thetpasgt now he needs more time: “I knew
what | was going to do, and | knew | was doindné tight way and everything and now once
in a while | say ‘well you'll just have to wait uht think of what | was going to
do’(chuckles)” (Jack, Interview 3). Charles hasitar experiences in accessing his thoughts:
“But there are times when | feel that my mind jgsés to mush. 1 just carthink. | knowl

know the answer but it's not there, it's gone, w’taxpress it” (Charles, Interview 3).
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Losing access to thoughts can lead to difficultaymg ideas to another person. The
participants may not be able to find the words thegd to express an idea or desire. As well,
household tasks can be particularly overwhelmispeeially if participants are unable to
access thoughts regarding how to begin or complétisk. Alice tells me how housework can
be overwhelming: “Because of right now, I'm overwhed with the condition my apartment
is in. Because, it's so uncomfortable, and yetri’tlknow where to start to make it better”
(Alice, Interview 1). Similar to forgetting, loggnaccess to thoughts varies across participants,
days, and even hours. Rita talks about being taioesf what's going on in her head at any
particular time:

...I's sometimes really hard, and | wonder what goesin your head really,

because you sort of think some days you're not wéegr, you know as clear as

you should be and other days you remember namésediime. But, so you sort of

wonder what's going on in your thinking, you knoecause it was never like that
before. (Rita, Interview 3)

Baffling environment

Sometimes participants experience bafflement iir #trevironments. Senses of time and
space are altered. Time vanishes and space bet@wédering. Participants can feel lost in
both new and familiar environments.

Time disappears for participants when they losektdd it. They are occasionally unable
to figure out the current time or an important timehe future. Alice feels like time itself
disappears. Itis becoming unimportant and ofte#sdy unnoticed

When I'm alone, um, it's like a sort of, the closlows down, or | slow down,

because | don’'t seem, I'm going into the phase mdwere time is irrelevant.

Um, | look at the clock and it maybe 12:00. 12:80,what, what am | doing.

(Alice, Interview 2)

This has an impact on her daily life as being aretfor appointments is becoming more

challenging for Alice:
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Um...and also it's getting more difficult now to bp and ready for um, the county
service to go for my doctors’ appointments, becatis¢aking longer and longer to
get going in the morning, doing personal care aetlirgy out that door. So but
when people are here, or when I'm doing somethiimge is irrelevant. | can

honestly say that. So as long as I'm done my ptofetime to watch hockey I'm

fine (laughs). (Alice, Interview 2)

Time is challenging to keep track of in other wagswell. Charles talks about the difficulty
he has setting his timer to remind him to takenhéslications:

This little pill box that, | can set the time arideeps. Um, | sometimes have a lot
of difficulty saying well let's see. Now it's unsay 2:15 and | want to take my pills
at 3:45, of knowing how, how many hours it is | Bdwg, is it an hour, an hour and a
half, two hours. | have trouble...somehow, | camtlerstand why it is as much of
a problem as it is, but | have a problem knowingvho set it. | know | want to
take my medications at 4:00 for instance, but nb@.43, how much time do | set it
for. | wish it was more like you can set it atydu can set it at 4:30 or whatever,
but you have to figure that out. (Charles, Intew®)

Jack tells me a story about an international trigh \Wwis wife and the feeling of being lost in
time and space while going on tours.

Back on the bus, yes, like we went on bus tripsiangs a matter that | wanted to
be back on the bus, and not wanting to miss it....Jny wife] would say “Well
we’ve got another 25 minutes” and | said “No, n&nd the other thing is keeping
time is a lot of difference once it happens becaus® it happens because all of a
sudden you look at the clock and you know it's ttyeminutes after and you're
thinking well somebody else well it's twenty minstafter and somebody else say
it's ten minutes to, you get a little confused withten minutes to or twenty
minutes after and that sort of stuff. (Jack, Inmw1)

In addition to vanishing time, space can be confyisind bewildering. Participants may
get lost in their neighbourhoods or feel disoridntetheir own homes. Bewildering space
was apparent during participant observation. drkonstrates this in his neighbourhood
when we were walking back to his bungalow aftetipgt

We followed a path around the bocce ball court anel a small stream. It came

out along a different street. We walked along dtreet for about a hundred feet,

when Jack realized he did not know how to get hinor there. (Jack, participant
observation field notes, putting)
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Alice often finds herself disoriented in her owragment when she wakes up in the morning:
“Because I'll get up in the morning, and I'm venst in the morning...But | really, even I'm
disorientated in my own apartment” (Alice, Intewi@).
Unfamiliar spaces can also be baffling. Jack spaibout his fear of getting lost when he
was on vacation with his wife:
No | was afraid | mean there’s such crowds therkldeept a red hat on all the time
just so that so [my wife] could find me becausengoiup the hills and everything
and we walked there a lot too and it was a mattet going up these hills
sometimes there was thousands of people going dglewn and it was during the
festival and it was — if | got turned around andtlaése other people were around
me and | was a little worried | have to say that. ydack, Interview 1)

The experience of time and space changes as & oésuémory loss, and participants find

keeping track of their environments to be more lelnging than ever before.

Troublesome learning

As part of muddled thinking, some participants fing difficult to learn new things.
Charles can no longer play new games because hetdaarn the rules: “I can’t learn new
games. It just doesn't register” (Charles, Intevww2). He reiterates this in Interview 3:
“Learning new table games, um, is extremely diftidunot impossible for me” (Charles,
Interview 3). Jack talks about being unable torldeow to do Sudoku puzzles, when all his
life he had excelled at math. He is also no lorad@e to learn new dance steps: “And if we
take a new lesson, you know before | was diagndseduld do it right the day, and the next
day | couldn’t remember what the step was” (Jacteriiew 1).

Charles and Rita both talk about having difficdégrning how to use new equipment.
Rita finds it difficult to use the new televisicemd during our participant observation session,

she tries to turn it on to show me:
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She told me she had a hard time working with tHevigion and when [her
husband] turned in on later, it would often be &éozand he couldn’t use it. She
pressed a few buttons on the remote control. Tiikesereen television in the
corner flashed on and said “Press any key for cal3ée read the words aloud and
pressed a button on the remote control. The soxeen blank and then the words
came across the screen “Press any key for tel@evisiBita pressed another button
on the remote control. The television went staticShe said, “Why don’t we go
to the other television, it's easier to use.” (Rparticipant observation field notes,
walking)
Charles tells me how he has not been able to leannto use the DVD player: “But then |
have difficulty setting it, | have to have my sanhielp me or with the stereo system to go
from TV to VCR or, | can’t even think of the um...CPsThe one that shows the...DVDs”
(Charles, Interview 3).
Despite the troublesome nature of learning with mgntoss, participants are still able to
grow and develop. They learn new ways to live wigmory loss and constantly adapt to their

ever-changing circumstances, which | will discuet in this chapter.

Fluctuating abilities

In addition to muddled thinking, fluctuating akigis play a role in the experience of
struggling with change. The participants find thahilities altered and often cannot perform
skills that were once very easy for them. For gxenthe participants experience difficulty
with adding and subtracting, or have trouble figgrout the proper change when paying for
something. Although Rita took care of the finanfmsher family’s business, she has difficulty
managing money now:

| was the, the uh one that took care of all tharftes in the business, and when

| think of it now, um, | couldn’t possibly go batkere. My daughter’'s got my

job and, and she said to me, “Would you like to kvbere again?” And | said

“Nope” (laughs). No | have no desire for that, arsaid “I'd really mess things

up.” But | think, um that, that's one hardship is,the money end of it. (Rita,
Interview 1)
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Jack also worked with numbers in his career, awd firals it difficult to do simple math in his
head:

Math was my thing. Because | did all quotes anerghing for business and
then in 2006 | all of a sudden | couldn’t add, sabtt And now | can’t subtract.
You know | get confused like and I'm very carefidlack, Interview 1)

Leisure can become more difficult because of flatihg abilities. Jack summarizes
some of the challenges he faces in leisure:

Most in a lot of stuff now, when you’re saying enotering changes, yeah there’s
the brain and the eye has got a big differencehatw can do and what | can see
safely, like | said with the darts, | wouldn’t thwvadarts now because | don’t know
where it's going to end up. It's the same and $wat and | went out and because |
was asked to go bowling, like five pin, and | cautdl couldn’t get the eye and the
alley lined up right. It's, it's there are a lot encountering change yes, there are
some of the stuff that you lose, the other thinglas/ing golf, you're okay because
if you're hitting anything other than out in theepsomewhere it doesn’t matter,
but sometimes you can't find the ball again, trextpthere but that is a big change
| think in the mind, mind set of the um, like, even even to read something is
changed...So there are big changes. There areadbanges. (Jack, Interview 4)

Alice similarly finds changes in her abilities togage in leisure. She loves to play computer
games, but finds she is not as quick to identifygpas and complete the levels of games as she
used to be.

Alice had difficulty with Jewel Quest She told me she often cannot see the
patterns. She also told me she has stayed upthrégé in the morning trying to
get past the first level. The game involves movjegels, or other pictures
(skulls, coins) one space over in order to makewa of three. Seeing the
patterns can be difficult. As she gets tired, bhs a harder time seeing the
patterns. Alice played two games of jewel quest,viias not able to get off of
level one. | also played two and found it diffictd see the patterns to make
rows of three objects. (Alice, participant obseiatfield notes, computer
games)

The participants describe having good days andlbgd as their abilities fluctuate.

They have days where they can do all the thingg ulsed to do, and then they have days
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where nothing seems to go quite right. Their ibdican fluctuate throughout the day, from
moment to moment, from day to day, and over lopgeiods of time:

Like I'll either be a higher or lower, because bétmotivation if I'm having a

good day then my memory loss is not as noticeakblldbe able to hide it better,

subconsciously. Where if I'm having a negative ,ddnan some of the little

tweaks of the disease process will come out in time,..| don’t want to say

disability, but more of the problems, more of theues. (Alice, Interview 3)
Rita has similar experiences with her abilitiecfliating in unexpected ways: “I guess it's
kind of a hit and miss thing. You know. Theredsre things you can do easily, and, and
others just, are a blank to you, not worthwhilergy (Rita, Interview 1). Some abilities may
be lost for a while and then return later on:

Umm, and believe it or not, thing, some things thabuldn’t used to do, I'm

doing much better now, like things... are reversinggdme aspects. Like, for

years | had trouble getting the proper nutritionthe meals. Now.this year

I've been able to make say roast beef from scrataifi,from scratch, macaroni

and cheese from scratch, my meal preparation dogsem to have the problem

that it was. (Alice, Interview 1)
Abilities can fluctuate so much that participantynguestion whether they really have
dementia on their good days:

There, there, there’s some days when....you knowrgondt as sharp as you

were, you know, and then there’s other days whenjyst feel like you're old

self. So. It's a, it's a ...very funny disease, dese you, you think that one

time you’re really, must be going down hill, theouwre thinking the next time,

that there’s nothing wrong with me, it was my intagion, you know. (Rita,

Interview 1)
Rita aptly highlights the paradox of challenge aoge here by describing how good days are
intertwined with bad days, and fluctuating abibtimake her uncertain of what to expect and
uncertain of her diagnosis. Alice notes that tifessuations lead to a constant monitoring of
her abilities, since they can change day by day,berur by hour: “So, there again, it's the

challenges and the constant, constant intervehmggss is a good word. Constantly...
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reassessing, hour by hour, 24/7” (Alice, InterviBw Fluctuating abilities leave participants
feeling uncertain about what to expect of themsefuem day to day. Each day brings

different challenges.

Draining energy

In addition to fluctuating abilities, participarggperience a decline in physical and
mental energy. Their capacity for acting or beacgve is reduced. Jack tells me about a
reduction in energy levels: “...and | get lazy sommets because | sleep a lot and | don’t seem
to have the same get up and go that | once hadk,(Iaterview 1). Participants tire easily and
require more rest. When | asked Charles to telabwut his daily life he told me:

Sleeping. | can get a good night’'s sleep, likeheigours or so, and um,

afternoon, we both lie down [my wife] for about hinutes and | for one to

three and a half hours. A couple nights ago, @leodays ago, three and a half

hours during the day, and | was still able to slaepight. (Charles, Interview 1)

Draining energy can be further broken down iditminished physical strength and capacity

fleeing motivation and interesindfeelings of inertia

Diminished strength and capacity

Diminished physical strength and capacity is commamong participants as they no
longer have the same vigor to engage in physiaghhaental activities they used to. They tire
easily and cannot participate for long periodsroet While Alice and | played computer
games, she tells me about the fatigue she expesenc

She had been for a walk earlier in the day, andtimesd that she would not be

able to do anything in the afternoon because ofblasly morning. She talked

about fatigue and how it affects her — she candrhw@ see, or speak as well

when she gets fatigued. All she can do is haveam fAlice, participant
observation field notes, computer games)
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Charles tells me how he tires more easily and &blento engage in physical activity for long
periods of time:

The distance of walking, we used to walk quite t&a &nd ah, take rather long

walks in the park, trails and so forth. And at thesst | can walk from here to

[street name] and back which is about a kilometehenvay. That's at best. At

times I'm so tired | can hardly make it in. (Chatlénterview 1)
Loss of physical strength and capacity is not abvsglely due to dementia. Charles, who has
Parkinson’s disease and vision problems, cannak &dlook in his hands to read, nor can he
read without magnifiers. There are many physictlgies he can no longer enjoy because of
Parkinson’s disease: “Bicycling...playing basketbaflything like that is completely out. Or
even just catching a ball back and forth. But ag@s more from the Parkinson’s than the
Alzheimer’s, but it is, it's related” (Charles Imew 3). Charles appeared to tire quickly as
we engaged in pole walking together:

We walked 18 minutes in and 18 minutes out [aldregggath]. Charles suggested

that we turn around at a particular point and we €. On the way back he

appeared to be a bit more tired as his pace slandde dragged his feet. (Charles,

participant observation field notes, pole walking)

Hand eye coordination is also altered. Rita fisls cannot read as much as she used to.
She had a photo taken of herself reading andrtedishat she spends less time reading now
than before experiencing memory loss (see phott\®@w my eyes are fine, | can read. But |
find my eyes get tired, and so | read for a benthill put it away and...yeah” (Rita Interview
2).

Draining of physical strength and capacity limita¢ spent in leisure. Charles’ wife
took a photo of him sleeping in his easy chairsi@barles takes frequent naps and will fall

asleep while reading: “I go to sleep many timesnvham reading...Now [my wife] just took

that to represent that | enjoy sleeping (laughS}idrles, Interview 2, see Photo 4).
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Photo 3: Rita enjoys reading bitds quickly

Photo 4: Charles falls asleep in his chair
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Fleeing motivation and interest

In addition to diminished strength and capadigging motivation and interest in daily
activities contributes to the sense that energybeas reduced or altered. Some of the
participants find they now lack the motivation oterest to do the activities they once enjoyed
and they associate this with the disease proolése talks about how being tired can affect
her motivation — it prevents her from doing meafuhgctivity, leisure or otherwise:

| guess that’s the best way to put it because...lsecaduholds me back so

therefore, yeah, that's the only, and that’s a peablem, that’'s a real um, | can’t

say it's a problem, but it's a concern. Is thegmodays. (Alice, Interview 3)

Alice talks about losing interest in some of hésuee activities of time. She tells me
how she has not been able to write poetry recdrethause she has lost the interest in it:

The only thing I've really slowed down...is gettingdk at my poems. | haven't

written one in a while, |1 haven't had that sense ¢¥e got one that I've started

and | just don’t know what to do with it...And umjuist haven't got the wording

where | want it. So... it's a work in progress. @i Interview 3)

Similarly, Rita talks about having lost interestittending the women’s group at church:

There are some things that uh, that | was goinghet, um, | don’t go to now.

Like there was a group at the church that meetyeWwssdnesday morning and,

and we’d knit, or do something, you know, like thafnd ah, | don’'t know

whether | lost interest in it, or whether | jusl fencomfortable there, you know.

(Rita, Interview 1)

Often fleeing motivation and interest refers tdyactivities or chores around the house.
Both Alice and Rita find they are no longer motadto cook or clean. Rita always loved to
cook but has lost interest in it:

But | just given up cooking and | found that a édtpeople get to that stage in

their life, where they, they don't like to cook angre. And | used to love it, |

used to love to cook and have people over, butnftddo that anymore, you
know. (Rita, Interview 1)
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Dementia has resulted in loss of interest and rabtw in certain daily activities which

contributes to a sense of reduced energy levels.

Feelings of inertia

Draining energy is also characterized by feelingsertia, or feeling as though one is
unable to do anything at all. Alice talks aboupeencing “no-go” days:
Mmhm. | know | go through periods of no-go day$Vhere mentally and
physically | just cannot convince myself to go datan activity or attend an
event, or just go out of the apartment, so in Wy | have dropped some of my
leisure on certain days. (Alice, Interview 3)
In our first interview, Alice informs me that ourterview will impact her for the rest of the
day and she will be too tired to engage in anyhierractivities after | leave. Her brain shuts
down if she has too much activity:
And even when | do a project now, by the time weadw interview, I'll be
totally...cognitively just, the computer will turn fofas | call it. So, umm...the
length of concentration and the length of beingeabl be tuned in...is declining.
(Alice, Interview 1)
Both Jack and Charles sympathize with this, as theyexperience days where they feel as
though they cannot do much of anything: “Now, in cage it's, | have a day every once in a
while when | hate to get up out of bed becausenitdamow what | want to do...” (Jack,
Interview 4). This sense of inertia can impactipgration in daily activities because giving
into it is easier than trying to fight it:
Because it's so easy to sit and stare. See and thatother thing, it's easy for me
to stay in the fog, or in the zone as | call it.dAsit on the couch and do nothing
just stare. | could do that every waking momenty\&asily. (Alice Interview 1)

Draining energy as dementia progresses has arcirapaall aspects of daily life,

including leisure. This can be discouraging fa garticipants, who want to maintain active
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engagement in their lives, and, as Charles say#'s just | don’t want to sleep my life away”

(Charles, Interview 1).

Frightening awareness

The fourth essence of encountering change is #ighyy awareness. Participants are
aware of the changes they are facing and will comtito face in the future. All of these
changes can be alarming. They fear how they willrathe future as their dementia
progresses: “Now when, it starts to get a littlehs in the back of the brain, | might get nasty,
and | might lose the thoughts...” (Jack, Interview They are afraid that may wander and be
unable to communicate:

Like | say once | came to a place | can’t read hodn't think, um, that’ll be a

different situation completely. | have friends ihet Alzheimer’'s wing just

walking around and around and around and aroundi’tCzarry on a

conversation. And naturally | know that in realityis may happen. (Charles,

Interview 3)

The participants also fear being a burden for tfamilies, having to move into long-term care
and not being able to remember their loved oneta tRKks about the possibility of moving
into long-term care:

You always dread the time, that's another thoughft you get in your mind,

that someday, somebody is going to say “we canidleher anymore, so she’s

going to have to go into a nursing home”, so. Amd, U don’t want that to

happen either. (Rita, Interview 1)

Rita talks about a friend who was in late stagdeshentia. She indicates her fear of becoming
like her friend, who did not recognize her husbagdr the end:

We had a friend that died just recently, oh maytred or four weeks ago. And

uh, she was an Alzheimer for years and years aasyand you knew she was

going down. You could see it every time you saw.h8he was just, and really

going down fast. And she got to the point | wengtovisit her and she’d ask

who | was and I'd tell her my name and, and shaid s“I don’t know you”,
you know. And uh, and she wouldn'’t talk to you ahdt. And | think, the, I
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think about her, | think “Boy, | hope | don’'t geké that.” Because it was so

sad to watch her like that, because she alwaysyafussy lady, and always

dressed nice, and she was a very nice lady, anthah,she got so with her

husband he moved into the same condo, or pladeeasas at. And uh, he’'d sit

beside her and she’d say “you’'d better get outektbecause my husband’s

coming in.” and | think, you know, it's such a Huitthing, when you think of

what can happen ahead. (Rita, Interview 1)
Participants acknowledge that there is no curedmatine is inevitable: “I don’t know, | guess
there’s a, the only thing that would really make $ad, or make me feel down, is the fact that |
know it's going to get worse. And | know that teisrno cure” (Rita, Interview 1).

Alice experiences fear on a day to day basis. &gdurney progresses she is beginning
to be afraid of daily activities, such as scaldmegself in the shower:

The other thing, oh, on daily activities, the otki@ng is the fear of the shower.

That's a new one. It's been gradually coming ord amm, I'll go days without

showering. ‘Cause I'll have that fear, ah...appref@nsfear, it's sort of half

way between. Um... so | have to figure out wherenl.ain my day to know

how to push to do that shower, and once I'm ihlye it. But it's getting, there

again, getting started. And | think the reason tzet developed is a couple times

I've almost scalded myself. (Alice, Interview 1)
Frightening awareness occurs not only in termseaidaware of and apprehensive about the

progression of memory loss, but also in terms gftdaday activities that may be risky.

Disquieting emotions

As a result of both current changes and frighteawgreness of future changes,
participants experience disquieting emotions. €Heslings highlight the losses that have
occurred and demonstrate the discomfort that thiecgeants experience as part of life with
memory loss. The uncertainty of daily life withndentia as a result of muddled thinking,
fluctuating abilities, and draining energy lendlf to a range of emotional experiences,
including frustration, embarrassment, sadnessgaiitd Alice talks about the variety of

emotions she experiences, even in a short peritichef which can be overwhelming: “Um the
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mood swings are incredible, and because I've hatigepressions, it's so easy to slip into a
depression again. | have to be cognitive of tiatd there’s many days | feel lost and want to
give up” (Alice Interview 1).

Participants often experience frustration as alre$the changes in their abilities. The
loss of valued skills and difficulty with cognitideave them feeling irritated with themselves:
“So yeah, there are many, many, mamgnydays that | get frustrated, | get down, | cry...”
(Alice, Interview 3). Participants feel frustrateder the lack of control over their memory and
the changes that are occurring:

And um, | wish that we had, as a person with Alatexis | wish we had more

control over um, our thoughts, you know and what's@thinking because it's

strange to all of a sudden not remember a friendime you know and ah, and
you think this is crazy, especially trying to remmmnit. (Rita, Interview 3)

Jack talks about his frustration with himself whencould no longer read music to play
the violin:

And | get confused. Easily with that, so. That'® @i the reasons that | really quit

taking again, taking lessons for it, because | daisg pretty good, for a while,

but. There’s got to be the, | could read the, rélael notes and...fluspated

[frustrated] with myself. (Jack, Interview 2)

Participants feel irritated with themselves whewih@ to deal with changes in their
thought processes. Occasionally, participantsdesnse of uncertainty about whether or not
they are correct, and they may hesitate beforeoreipg. Feeling uncertainty can lead to
frustration. Jack in particular felt uncertainhi$ actions and words as a result of the changes.
While getting ready to putt, Jack tells me thatseot as confident in himself: “So I'm
slipping a bit. 1 used to know | was always rightd now | question myself” (Jack, participant

observation field notes, putting). He now takesetito think through a response and questions

whether or not he had the correct response.
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In addition to frustration, living with memory lossn lead to feelings of embarrassment.
Participants feel ashamed when they cannot remenabwees or activities. Charles is slightly
embarrassed when he cannot remember the rulesntesghat he plays with his friends,
although he tries not to let it bother him:

| can play the ones that | played before, and ¢ese | forget what the next move

is and | um, have to be reminded. So it's embaimgs My friends all know about

it anyway, so | don't let it bother too much. (Clesar Interview 3)

Social situations can also lead to embarrassmeatuse of difficulty accessing thoughts.
Charles talks about feeling embarrassed: “Cha#lerage...yeah, sometimes, um...I'm
embarrassed because | don’'t know what to talk ablocén’t remember things that are
happening to talk about, and so, one because t deand the paper | feel ignorant” (Charles,
Interview 2). Rita tells me about eating lunclaaestaurant with her daughter and
granddaughters and comments that she would be essbad if she had difficulty paying after
eating out: “But the kids are usually really godwbat that, you know, they're okay. |
probably would be embarrassed if | was with a gfeaor somebody else, you know” (Rita,
Interview 2).

Feelings of embarrassment can lead to reluctanpartipate in leisure activities.
Participants are intensely aware of their diffimdtin recalling people’s names or the rules of
games. Rita talks about her difficulty remembemagnes and its impact on her:

Um...I don’t know, I think um, | have a hesitationljfif | feel that | can’t carry

on a conversation with somebody because of forgettames and that. And

um but that’s the only thing | worry about is mayi®ng in a group and feeling

kind of stupid because | can’t remember their naoresomething, you know.

(Rita, Interview 3)

Embarrassment regarding the changes reminds jpanis that they are not the same as they

used to be and that things may continue to getevors
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Participants feel sadness as a result of the ckahgg have experienced. Charles notes
that having a combination of illnesses he must suvitte makes him sad: “Well probably the
most, the big thing that makes me sad is coping thie variety of ilinesses, the Parkinson'’s,
the Alzheimer’s, the eyes, um...” (Charles, Interview Participants regret losing valued
skills and abilities. Rita feels that dealing wittoney should still be simple and she is
disappointed in the loss of skill: “The money is ttne thing that, it doesn’t scare me, but it ah,
it ah disappoints me. Because it was a simplgtreally. And it still is, when you think
about it you know” (Rita, Interview 1)Jack explains to me what it is like to write a thgou
note. A once simple task is now challenging, whschpsetting for Jack:

...like when | go to write some ah, thank you camlsoéme people who have

done something for me | have to write it in a pie€g@aper, write it twice. Get

out the usually get out the umm, um, ah um, diergrto see if I'm spelling it

right. | know the word | want, but | can’t reallyite it all the time. So | write it

out three or four times, and then | put it in tleed; and the card sometimes I'm

writing along and I'm dropping letters so | havedio two cards. And that little

thing makes me feel really upset because | usdx table to just scribble it off

and put my name on it and get it done. | can’tiéd anymore. (Jack, Interview

1)

Sadness provides a way of recognizing a new clgdlémat they may not be able to
overcome. Alice talks about having difficulty betbank and the feelings of sadness that
resulted as she tried to get change for laundry:

So, what it ended up to be, | had said, a rolloohies, a roll of toonies instead

of quarters, so with her help and acceptance ...uhwas able to complete it,

but however, | felt very sad. That | made a mistakevas another signal

that...what | was saying, wasn’t what | was thinki(4ice, Interview 1)

However, the participants try to avoid sadnesddiog periods of time, fearing falling

into a depression that they may not be able topesca..l don’'t want to ever get, I've had a

fear when I've seen people who get down, and getedsed, I've had a few that | don’t ever
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want to get like that...” (Rita, Interview 3). Cheslsimilarly states: “I don’t ever want to get
into depression. A deep depression” (Charlesyvrae 1).

Fluctuating skills and abilities occasionally leadgeelings of guilt. Participants feel
badly that they need more assistance and thatdaerpartners have to take on more
responsibility and adopt new roles. Rita no lordes to cook so sometimes her husband
makes supper:

And he, he likes to cook. He’s not very good glatghs), but he does like to

cook. And he’ll make cookies, and stuff like thaeey now and again. But,

umm. Then, that gives me a guilt complex, you knbm. thinking, you know

(laughs) course he tells everybody, you know. “$bould have seen the supper

| made tonight” (laughs) and, uh, yeah, so. (Riigerview 1)

Alice also experiences guilt, although less fredlyamow than she did at the beginning of her
journey. At that time she felt guilty for having ask for help from others, especially since
asking for help undermines her independence:

| would say at the start of the disease proces® morthan now. Um | rejected

help, | felt less of a person and very guilty abasking for help. Um, I still do in

some ways but it's not as much. But there’s 8tdit part of it yeah, you still want

to be that independent um quote unquote normabperSo there are times when it

does have a bearing. (Alice, Interview 4)

Disquieting emotions are felt in response to thenges that participants struggle with as
a result of memory loss. These emotions highligatcomplex nature of living with memory
loss.

While the changes experienced present challengbe foarticipants in their daily lives
and in their leisure, they juxtapose them by figdivays to manage them and live fully. Alice
describes how she is able to live with a sensepéldespite the increasing challenges she

faces and the uncertainty of what lies ahead:

Like each, each few months it seems to be stebutilgg a little bit. And that is,
is very sad. That I'm aware that I'm losing it iertain areas. | can still do
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certain things, but it's becoming more and mordidift. So that’s...that’s

frustrating and sad. But....what keeps me going...drda other things in my

life. And I look at that when | have the sadnefsaai being able to complete a
project, or to do something, | now turn that sadnaggo reaching out for

assistance. Or lowering my expectations of whaarl accomplish. So in that
way...l can decrease the sadness...into a more posithaion rather than a
negative... (Alice, Interview 1)

Tackling Life with Dementia

Despite the changes encountered while living wémentia, the participants find
creative ways to tackle life with dementia by waoikithrough challenges and adapting their
lives to continue to participate in valued actedti In doing so, they juxtapose challenges
encountered with a sense of hope. The experidneelding life with dementia is composed
of reconciling life as it isbattling through by being proactive, living througlationships

being optimisticandprolonging engagement in meaningful activity.

Reconciling life as it is

The first essence of tackling life with dementigalves reconciling oneself to the
diagnosis and subsequent changes. Participarsts bgp acknowledging their diagnosis and
the impact of memory loss and subsequently incatpay the changes they encounter on their
dementia journeys into their daily lives. The mapants talk about the importance of
accepting their diagnosis in order to tackle liidwvdementia. They recognize that they cannot
change the fact that they have dementia, so thegpad for what it is. When | ask Charles
what is most important in his life now he respontiBo accept life as it is” (Charles Interview
1). Jack accepted his diagnosis immediately, adgjat new perspective on life: “l took a
different view of what my life was right then” (Jamterview 3). Rita similarly tries to keep

things in perspective. She tells me when we ptayes together: “It's not like both of my
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legs have been cut off'...She said that ‘Alzheimes’pist part of life.” (Rita, participant
observation field notes, games). Instead of wagll the time about having dementia, Rita
accepts it and goes on with her life:

...you can’t expect you're going to walk away withtimag in life. So you're

going to have some up and downs. And if this is ohthe crosses you've got

to bear that's okay, you know, that's how it iso. $don't like it, but | don't

have to be concerned about it all the time, yowkr(®ita, Interview 1)

Participants believe that they cannot change thagnosis, but they can make the best of
what has happened. Rita compares herself to angdingcipant in her support group who has
a more difficult time accepting dementia:

...when | was over [at the support group] and theas tirree of us over there.

And this one lady kept crying because her husbad'tdunderstand her, you

know. And my reaction was “what are you crying fovdu know. Like you

can't change life. It's here, and let's make thestbef it, you know. (Rita

Interview 1)

Charles shows how the changes can be reconciled dandicates that he has come to
accept his loss of energy, despite the fact thatdes not want to sleep his life away. He
acknowledges that his life is different now andegats that definitions of normalcy have
changed as a result of memory loss:

...Ii's normal for me to take a long nap. Once a,d@ynetimes twice a day, and

um, feel good about it. Feel | need it. Yeah.byfnormal, if what you mean by

normal we're talking about patterns in our life, uhcertainly see normalcy as

being different now than what it was before. (Césylnterview 4)

Once change has been reconciled and the inevitabilfurther decline is
acknowledged, some of the participants begin tpamesfor their future. They wish to have
control over their lives as their memory loss pesges, and preparation for what may come

helps them to accept the future changes with seseinsope. The participants think about

where they might end up and make plans for how&when changes occur:
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But I'm not to a point where I'm at finding, I'm a#ly not finding any shocks.

Like I'm saying, | haven't in my life yet thought ithe morning “I don’t want to

wake up, | don’t want to get up, | don’t want totthis.” I’'m not there yet. But |

think 1 will be there and when | am there I’'m goitgghave to admit it and make

sure that someone else knows that I'm changinginitty own body and, and but

so far | haven’t been doing that. (Jack Intervigw 1

Charles thinks about quitting choir. He does nahtito inconvenience the choir in any
way and wants to know when it is time to quit. tHeks about when that time might come
and prepares for that change by recognizing thatdneneed to be told by others when they
feel it is no longer appropriate for him to paiaie in choir:

When change is necessary, | want to know. | waopfe to tell me when it's time

to drop out of choir. But I'd rather drop out dfair and there’s no way | want to

be like somebody | knew in choir that ...was a...mdd#fficult for them to work

around them. Talking out loud when the directdanigng to direct us and things

like that. But, but neither do | want to get t@ thlace where, oh people saying,
hoping that | would drop out. When | get to thaga where | feel that people
would feel more comfortable if | dropped out themwduld do it on my own.

(Charles, Interview 3)

In addition to preparing for the future, recongililife as it is plays out in terms of
moving on instead of dwelling on the changes. Theytheir lives the way they want to
despite the changes. They try not to let the cbagther them or worry about the
consequences of mistakes. For example, Rita adowdding on the changes that she has
experienced but instead aims to continue to livdifeedespite them: “No, | don’t, | don’t a
lot, think a lot about my feelings. And uh. Maybgist think, you know well this is a good
day, or it's not, you know” (Rita, Interview 1).itR illustrates how she tries not to sweat the
small stuff. She has difficulty counting moneyt Bbe does not worry about getting back the

right change: “And you know...lose a few dollars,tth&o bad. You know. Doesn’t mean

anything really” (Rita, Interview 1).
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Reconciling the changes that occur is not alwagy.e&ince abilities are frequently
changing, acceptance is an ongoing process. #llke about how she should be easier on
herself and more accepting of her abilities:

And | gotta learn not to be embarrassed but thefaaexample now the state of

the apartment. This isn’t the way | wouldn’t, wouldrmally want it to be. But

because of the way I've been and having dog sat.I'live had to let things go.

And because winter is the most difficult and...l daschieve [achieve] as much

in the winter as | do in the spring, and summer fatd(Alice, Interview 1)

Reconciling life as it is in terms of their diagmokelps the participants to work through

the changes and live life with a sense of hopés tith this reconciliation they are able to be

proactive in managing dementia.

Battling through by being proactive

Although the participants face a great deal oflengle as a result of dementia and
respond emotionally to these changes, they battteigh by being proactive in their responses.
They acknowledge that dementia is a progressivaadeswithout a cure at the present time, yet
they all fight dementia instead of letting it geétbetter of them:

And | know that there’s no cure. That's why, | gad’'m fighting to stay on top,

you know. And, and uh, not let it get me down,dese | think...and maybe I'm

wrong, but ah, | think that that keeps you goingdrehan if you were sitting in

a corner and feeling sorry for yourself. You kno#nd that doesn’'t get you

anywhere at all, so. (Rita, Interview 1)

Participants are proactive in their efforts to lwih dementia in a variety of ways,

includingstalling decline with activitycuing memorymaintaining a sense of humour

avoiding stress and worpyandbeing open (or not).
Stalling decline with activity

Participants take proactive steps to slow furtliamges in cognition. Stalling decline

includes participating in activities that are beéd to prevent or slow the progression of

125



dementia. By engaging in such activities, theipigints feel that they are prolonging their
remaining abilities:

And I'm doing everything that | know to do, likegyling electronic games and

reading | feel is very good for me mentally. Andlking and um...and exercise

is very important for my Parkinson’s. So I'm doialy | know to do in terms of

being able to keep going. (Charles, Interview 1)

The belief that decline can be slowed gives pgicis a sense of hope for the future that
counteracts the challenges they face. For exanim@g,respond to frightening awareness of
the future by actively trying to prevent that fieueven though they recognize its inevitability,
highlighting the paradox of challenge and hopaalliayy decline becomes cyclical — as
participants engage in leisure pursuits in ordesidav the changes, they feel they increase the
length of time they will have the ability to engagehat particular activity. Charles included a
photo of himself playing electronic games that ebser his mind (see Photo 5). When
describing the photo, Charles tells me about tleeagbsuch activities in this cycle of stalling
decline:

Because | think that...l feel that the decline iswda If you keep your mind

active, you don't lose...same way with the electrajames. Hand held. It's ah,

keeping my mind active and so | might be abledqlay longer in fact | do it as

much as | do, | might be able to continue to dtomiger. Then | expect what
could happen with Alzheimer’s. (Charles, Intervigw
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Photo 6: Rita feels good when she succeedsaissword puzzle

Furthermore, having ability in leisure activitiégt are believed to stall decline leads to
positive feelings about oneself. For example, Bitppys crossword puzzles and included a

photo of herself working on one, noting her succsm, yeah, and | enjoy cras, crosswords.
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And I'm pretty darn good at it (laughs)” (Rita, énview 2) (see Photo 6). Stalling decline
occurs in two waysexercising the brainandkeeping fit

Exercising the brainnvolves engagement in leisure activities thatlehge one’s
thinking and thought processes. All participamgage in activities that require problem
solving in order to keep their brains active andltw decline. Participants exercise their
minds in a variety of ways, including crossword geg, jigsaw puzzles, computer games,
hand held electronic games, card and dice gamedingg playing the violin, and playing darts.
While discussing his photo of a jigsaw puzzle, Jatle me why it is important to engage in
mentally stimulating activities (see Photo 7): “Tha whole idea is to keep, keep your brain
up and, and ...and the only way you can really da Yoain work is to get out there and work
atit” (Jack, Interview 2). Similarly, Charlesagk games not only because they are fun, but
also because they require thinking and problemirsglVl asked him if he played Phase 10
(dice game) to practice adding. He said he playses to stay on top of things and keep his
mind working” (Charles, participant observationidi@otes, playing games). Alice plays
Yahtzee to practice her math skills: “Alice streskew therapeutic playing Yahtzee is: ‘I
seldom win but | play for therapy.” She told me d&els the skills — picking out sequences
and adding up numbers - help her to exercise hed'niAlice, participant observation field

notes, crafts).
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Photo 7: Jack working ongsaw puzzle

Activities that involve thinking are perceived asry important for maintaining thought
process and memory: “So | think it's important ek your mind going all the time you know
about certain things, because you, you need it wberare out talking to people but even in
um, by yourself you need to keep thinking about esin(Rita, Interview 3). Activities that
have multiple steps or tasks are believed to beitapt for brain exercise. Jack talks about
the challenges of doing jigsaw puzzles to keeprhigl active as we discuss his photo of a
jigsaw puzzle:

And this one is working the jigsaw puzzle. And thatomething they can think,

think about and ...it's really, it, | think that’s erof the better things, because first

of all, you got a, you got a, turn everything ugsatbwn, and then you got a try

and find the right colours, and then, and theyehard to get them in the exact

same spot because they, you try to force one intlaenl pretty soon you're way

out of whack...(Jack, Interview 2) (see Photo 7)

Leisure activities that exercise one’s mind ardulsen a daily basis. Alice plays

computer games when she wakes up in the morningn whe feels most confused, in order to

wake her brain up and feel less foggy. Alice tagkicture of her computer (see photo 8) and
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tells me: “But that’s one of the things in the mamthat’s key to me, um...getting my mind

active because when | first wake up I'm really’Idglice, Interview 2).

Photo 8: Alice sghe computer
Stalling decline through activity is linked to ¢hwating abilities and subsequent

disquieting emotions. As abilities fluctuate, nadlyt stimulating activities become
increasingly challenging, which can sometimes keafdustration for the participants. Jack
talks about doing puzzles to exercise his braibfeaing frustrated when the pieces do not fit
properly:

...l can sit down and relax and try to get the rigieices in the right jigsaw puzzles

and it makes me, relaxes me until | can’t findntdhen it upsets me because | you

know because they have to be right in the right.spmu know they don't fit like

they should or that and um, | have to, | have nol §ome better ones than what |

had, but I've been doing it and | got it done. K]dnterview 3)

Despite the occasional feelings of frustrationsehactivities contribute to a sense of

hope as participants try to, and often succeedy@ncoming the challenges the games and

puzzles present. However, even when not succesgsitiicipants feel that they are doing
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something positive — the attempt and thought passd are believed to keep progression at
bay regardless of one’s level of success. Alighlights this paradox when she tells me that
despite her loss of ability in playing computer ganshe continues to play with the hope of
succeeding. | ask Alice to tell me why she s#égs trying even though the computer games
become increasingly difficult:

The reason | do that [keep trying a computer gaha ts becoming more

difficult] is it still gives me hope. That one d&ymight conquer. A different

level, a different way. It may trigger a recall edmething or it may trigger

something more positive. And it’'s the sense ofghdbornness not wanting to

give up. (Alice, Interview 3)

Although these activities become increasingly diffi, the participants use mentally

stimulating leisure to fight the progression of detna.

Photo 9: Charles pole wagk
In addition to exercising the brain, participanééuekeeping fitas a way of maintaining
physical and mental capacity. Keeping fit occwslgsively through physical activity. Most
of the participants engage in physical activitesnaintain their current abilities, slow further

decline, and maintain independence. These aetviiclude walking, pole walking, dancing,
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golf, and fitness classes including stretchingabeé, and muscle strengthening. Jack talks
about the importance of his many physical actisitie

This girl that we, that gives us our lessons slys saybody that's over 45 has to

start balancing themselves and use themselves s®céhyou don’'t you lose it.

And we believe that and so we still do that. Yesintaining my health as much as

| can. (Jack, Interview 3)

Charles and his wife go pole walking a few timegesk and walk throughout their
apartment building to maintain physical abilitigSharles included a photo of himself and his
wife walking with the poles (see photo 9), andstetle: “Again, it, it's...one of my basic
motives is to...keep my Parkinson’s from going toacly, and exercises would be extremely
good for Parkinson’s and for Alzheimer’s. And thatart of the daily um, activity, to help
keep us in shape” (Charles, Interview 2). Ritaesdhat exercising seems to help her memory:
“I feel like | have to be active because it helpsmmemory” (Rita, participant observation field
notes, walking). Jack, who values physical agtivery highly, talks about how his exercise
programs and physically active leisure choices telpaintain his health and well-being. Jack
included photos that emphasize the importance péipal activity (see photos 10 and 11):

...but it's easy to slide into the spot that you'ra even walking from the car to

the store anymore....We think it's very important,| know that...or, at least |

think that, ...if, if it wasn't for being active...l pbably wouldn’t be as well. With

the health, that | am. And I think that everybdws, has to try and, try and ...get

better and better and better. And, because songtiyoa’re not going to be able to
get out of bed, or something, and that's what weymg to do. (Jack, Interview 2)
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Photo 10: Jack stays in shape by walking Photo 11: Jack stretches after his walk
Participants frequently choose mentally stimulating physically active leisure pursuits
in order to slow progression of dementia. Theywilis to be a proactive way to fight the

progression of dementia.

Cuing memory

In addition to stalling decline, participants resggroactively to life with dementia by
using a variety of tricks to remind themselvesmoportant things. Memory cues include using
calendars, medication dispensers, timers, routmzmonic devices, and reminders from
family and friends. Charles tries to place hiskagd glasses in the same spot each time:

“Yes...l cope by trying to have a special place tompy watch or glasses or anything that | am
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going to use early tomorrow morning or later todé@harles, Interview 3). Rita has difficulty
with names and tells me about a trick she hasn@neber my name when we went for a walk
together:

When we left the apartment to begin our walk, s¥ld tne she was having a

hard time remembering my name, and her husbandestegythat since she likes

Reba Mcintyre, she should just think of her, anehthe would remember my

name. She told me that she laughed at him and “&itithat’'s shorter than her

name.” Then she told me that it was working, sfs¢ fhought of Reba Mclintyre

and my name came back to her. (Rita, participardeation field notes,

walking)

Alice uses a routine to remember to take her médita

So | sort my pills into the time of day, and | haeenow, | used to put that pill

casing up in the cupboard, now it has to sit onctienter where | see it because

oft times I'm late with my meds now. The odd timi forget them completely,

but that’s still, I'm still reaching a 90-95% levef maintaining my medication.

(Alice, Interview 1)

Memory cues can come from family members and fgeaxlwell, who remind
participants of many things, including when to take’s medications and how to complete an
activity or task. Charles relies on his wife tonied him when to take his medication: “[my
wife] has to help me with the medications. | wotddget them at least half the time. If she
weren’t here to help me” (Charles, Interview 1)e &lso relies on her to prompt him regarding
games they have played for a long time. Charlé® mot only reminds Charles about the
rules, but helps him keep track of his score ahlisl lém when it is his turn to play. He
explains how to play the game to me, and how his fhelps him:

There are ten different phases that you have t@H-with three turns, with each

phase you get the highest score that you can §ed you have three choices,

chances to do it. Well I always forget “Is this sgcond choice or is this my third
choice?” And [my wife] will say “No it's your seoml.” (Charles, Interview 1)
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Cuing memory was apparent when | played cards @htarles and his wife. Since the
game was challenging for both Charles and I, Chanwée gently cued both of our memories
So we could play:

[Charles’ wife] always let Charles and | think itey before offering advice about

what we should do next. After giving us a momehé svould then offer

suggestions about what might be the best move.s Was followed by the

warning “But it's a gamble, you never know what Iwhlappen.” (Charles,
participant observation field notes, games)
Cuing memory counteracts forgetting and is one thiay participants battle through by being

proactive in order to tackle life with dementia.

Maintaining a sense of humour

All of the participants maintain a sense of humaru laugh at themselves in order to
handle the changes and challenges that they fabarles says to me: “I can’t change
Alzheimer’s, but | can laugh at my mistakes” (Charlparticipant observation field notes,
games). Using humour can help participants deihl megative feelings about themselves that
may result from the changes that they experience:

And the bad things that happen, if you can makeiihorous it helps allay, the

umm...l was going to say disrespect, or allay the,ulmm, frustration and, the

and umm..how would you say it? A down feeling, a degradiregling of

yourself, yeah. So if you can use humor at any tiitie even better. (Alice,

Interview 1)

Charles laughs at himself for forgetting. Whenwee finished playing games, he laughed
when he forgot to give me my coat: “On my way @harles asked if | had everything, and |
said | didn’t have my jacket. He laughed and 4aid a good thing you remembered’
(Charles participant observation field notes, ggmeéete also joked about not being able to
remember my name:

He forgot my name once and asked me what it wais. life] said, just like your

niece. Charles laughed and said he had a loteoksi He told me his daughter-in-
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law was also named Rebecca, but they call her Betlgysaid he called her Mary
once, and now she calls him George. (Charles,qgyaatit observation field notes,

games)
Rita identifies herself as being someone who heenae of humour, and similarly looks
at how funny things can be when living with demanti
| have a strong feeling that if you keep yourseif, deeling good or being able to
laugh once in a while or find the funny side oéJiso much better than finding the
dark side and worrying about things that may or matyhappen. And if they do
you just have to accept that when it comes. (Rit&rview 4)
Having a sense of humour helps one accept theetiyas that result from dementia and is a
way of making light of a situation that could belenrassing or uncomfortable. Rita provides
an example of how she uses humour to ease the eh#mat she experiences. By making fun
of herself, she redirects attention from her fdiigaess towards her sense of humour, a valued
part of her identity:
I'll even joke to somebody, “I remember you”, isdady and “Your name is Bill is
it?” (laughs). And that kind of thing you know ganhe through and they tell me
what the name is. So um, yeah, it's um, | think Bo strong with the opinion if
you deal with something that is happening to yoat tis not good and it's
something that may be terrible. If you deal witlthat way and live in it then
you're lost. (Rita Interview 4)
Humour provides a means for the participants td wéh their losses and challenges. Being

able to laugh at oneself helps participants todeeling sorry for themselves or dwelling on

the losses that they face.

Avoiding stress and worry

In addition to using humour to respond proactitelglementia, from time to time,
participants respond to the changes by evadingyaord frustration. For example, Rita steers
clear of activities that might make her feel frasdd or that challenge her too much:

That's kind of hard to say because, it's just sdnmegf that | pick up, and | don’t
even think I'm, it’s like working at it, you knowt’s just, and if | come across a, a
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few...they’re beyond me, or | can’t really think albbavhat to, how to answer it,

then I'll give it up for a while, you know, and.. never like to get frustrated with

anything. (Rita, Interview 1)

Participants also live hopefully with memory logsthying not to worry about what is
happening. Worrying can cause stress and Ritavedithat this may exacerbate some of the
challenges: “But | think when you worry yourseltfaaut it, then you're getting farther away
from the answer” (Rita, Interview 2). She alsoidgavorrying about where she may have put
things that she cannot find: “I don’t get reallyniguup on things like that. No | don’t. Because
| think, uh, it will turn up somewhere, you knowut something down” (Rita, Interview 1). In
fact, Rita rarely even thinks about having demeritidon’t worry about it. | very seldom
think about it. Yeah, yeah. And nobody has askedaying ‘How’s your Alzheimer’s
today?’ you know (laughing). As long as they dask then | forget about it” (Rita, Interview
3). Alice agrees that avoiding worry and frustsatcan be very beneficial when having a
difficult day:

And if there’s some particular outing that I'm jusdt up for, | avoid it. That

doesn’t happen too often, but there are occasidresevavoidance is very handy,

and | think that’s, I think that’'s a very optimistapproach to it, because we are

not always up to these things. (Alice, Interview 4)

Avoidance helps participants deal with memory lmg$ocusing their attention towards what
they can do instead of what they can no longerBipevading activities that have become
difficult, participants stay away from reminderatithey are not the same as they once were: “I
don’t um, | sort of steer away from anything thadt&savy, because | don’t need that
anymore...” (Rita, Interview 3). Avoiding more challging activitiegases the discomfort of

feeling different. Charles provides an exampléhaf when he tells me how he avoids

speaking out in bible study to avoid the stressatfbeing sure if he’ll know what to say:
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| think for me the avoidance is in terms of spegkitalking publicly. Um, bible

study’s a good example of that where | used tori®ead the first to raise my hand
or express myself, and I've backed off completelym, sitting in the front row

where | can see better and hear better, but tleeddenows | don’'t want to be
called on, because | know I'm going to have troudkpressing, or think | am
anyway. So | just sit there like a bump on a lbgnjoy it though, but it's my way
of coping. (Charles, Interview 4)

Avoidance can be a useful strategy to manage itie dementia. It helps participants focus on

what they can do rather than their losses.

Being open (or not)

The final way in which participants respond proaely to memory loss is by being open.
Three of the participants are open about theirrbag with others and one is not. Both
disclosure and non-disclosure of diagnosis lenthdedves to comfort and safety around
others. Those who are open feel better when otlreraware of their memory loss, yet Rita,
who is not open, feels she may be threatened Imglmgen about her diagnosis. Charles talks
freely with others regarding his diagnosis anddh&nges he experiences in order to explain
his challenges to other people. By being operadeeunts for why he might forget someone’s
name or why he may have difficulty playing a wellekvn game or remembering a movie plot.
Openness allows Charles to avoid uncertainty iersthegarding his behaviour or
forgetfulness: “And there’s no more wondering whatrong with him. And so I’'m much
freer and | think the people that | um...meet her laecome friends with, most of them know
it” (Charles, Interview 1). Being open is comfdofia because it explains his forgetfulness. It
eases feelings of embarrassment caused by mudhitdahy:

| can get away with saying | don’'t know, | don'tderstand, | don’'t remember.

Um in many ways, it's not embarrassing as befokadw | had it. Because now

people know why. We live together, there’s you\krtbere’s a lot of people here,

and they pretty well, most of them like, know | bak. So it takes away the

embarrassment of not being able to remember whoptrson is. (Charles,
Interview 3)
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Alice is not only open about her diagnosis, butdtefting moods as well. She tells her family
when she is having a bad day so that they can ehidwegway in which they support her:

Yeah, like, so, | think that's what’'s importanttes be willing to let people see the

real thing. Don't disguise it. And | don't...If ’mdving a bad day, I'm having a

bad day, if I'm miserable, I'm miserable. And | wathem “I'm having a bad day,

I’'m totally miserable, and I'm not sure what langaawill come out of my mouth”

(laughs). So they know. And that’s, that’s, hong#tat’s still being aware of...and

there’s some days | just have to stay away, becawsat to have a fist fight, | get

so frustrated. (Alice, Interview 1)

Different from the other participants, Rita avolsng open about her diagnosis with
others. She would prefer if others do not knowuther memory loss because she does not
want to be viewed as a person with Alzheimer'sakse She explains this in her follow-up
interview, after she has moved into the assistaddifacility:

...today we had a nurse in here that was going te gome help to my husband and

my daughter was here and she says “My mother halsefkher’'s you know” and

uh, I was kind of shocked because | thought, wétdalk about that you know and

um, but | don’t think it's a thing that you havelie ashamed of, it's just something

that happens to you, but it's um, it's something’daather not talk to people about

because some people think oh isn’'t that too bad kmmw and it isn't a terrible

thing to go through as far as this stage is coremkthough. (Rita, Interview 4)

While openness is viewed positively by most of paeticipants as a way of explaining
behaviour and garnering support from others, Ritdsfbetter about keeping her diagnosis
from others so that it does not change the way tihiek about her or treat her.

In sum, participants battle through the challerthey face in a wide variety of proactive,
practical ways. In doing so, they are able tol@atife with dementia, facing their challenges
and working through them or around them, gainingehfvom their ability to find creative

solutions, deal with their emotions, and take aiva@pproach to fighting memory loss

through leisure.
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Living through relationships

The third essence of tackling life with demensidiving through relationships.
Participants have close knit relationships withrtFamily and friends that provide the
participants with the support they need to coumtetae challenges they face. All participants
note that some of their relationships with themilg and friends have strengthened as a result
of dementia. Alice tells me about her niece, whe become closer to her and her sons since
her diagnosis:

But...and... let's see one that's been really, regBighs), my niece and | would

say we were close before, but she’s my angel nommy she’s the one that

understands the disease process the most, and teketane helping teach the

boys, the boys are very close with their cousific@ Interview 1)

Similarly, Rita notices that her children have @m@e closer to her, especially since moving
from her condo to the seniors’ residence over these of this study:

Well | think with our daughter, she doesn't liverydar from here now and she’s

over here quite a bit and very good to you knovihétp us out here and get the

place ready and everything and she’s very goddink we are much closer to her

than we were when we lived in [city name], so, she, we got closer to her. |

think maybe to all our children a little bit becausthink they’re fathering us and

(laughs) they're helping us live you know. (Ritatdrview 4)

Relationships with others are composegugiporting each otheheing together to secure a

sense of belonging, trusting in otheasdbeing accepted.

Supporting each other

The participants describe their relationships witiers as supportive. Family and
friends provide emotional and practical support tiedp participants to live with memory loss.
Participants, in turn, provide support for themily members and other people living with
memory loss. Emotional support involves validatodrieelings and experiences, being treated

the same as they were before diagnosis, encouragntigipation in leisure, and advocating
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with the participants. Practical support inclugesviding transportation, helping with errands,
keeping track of appointments, and assistancepdiing. Charles’ comments summarize the
feelings of all participants towards their caretpars: “She’s a beautiful caregiver. She does
not put me down in any way. It's very, very sugp@” (Charles, Interview 1).

Having relationships means that participants havee®ne with whom they can share
their journey of dementia. Alice, Charles, andkJand their relationships with other persons
living with dementia particularly supportive becaubey can compare experiences and
encourage each other through the journey. Aliepped a shot of her friend at a local coffee
shop on their way to a support group meeting ($e#d”12). When describing the photo, she
tells me what relationships with her peers medmetan terms of support from others who are
having similar experiences with memory loss:

| can’t say more, but it's a combination of peegsnly together, friends being

together, with a purpose. And that’s the best Wwgyut it. And of course it gives

us, it gave us time to talk about what we each dodifficult at that period of

time, with our journey. As well. Because it'sdikhave you found this or if you

notice that, and then, we find that we notice thisgnilar. So there again it [the

photo] reinforces the bond and for me it gives npeiigpose to continue because |
know I'm not alone. (Alice, Interview 2)
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Photo 12: Alice has coffee vatfriend
Support from others assists participants in themtioued involvement in leisure and
other daily activities. Alice’s family supportstieisure in part by helping her feed the birds:

Oh the family endorses it. Because they, if I'mlon food they’ll take me to get
more and they’ll bring it, so, um, there again tlaeg endorsing my efforts. And
that’'s important. Because if your family believasvhat you are doing, then it
only makes it that much better for myself becaukedw that I, if I'm having a

problem I can go to them. | can consult with theAnd it's nice to know, quote
unquote | have their blessing. Because it wasnaamgeavor. And they, they're
very keen on encouraging new...new projects and...onmg to keep me active
and things like that which is very important. (Ajdnterview 2)

In some cases support can be as simple as encogiayiticipation in meaningful
leisure. Charles included a photo of himself pigytards with some friends (see photo 13).
This photo is meaningful for Charles because ofefsire related support it represents.
Charles gives a specific example of a close friehd supports his leisure and will continue to
do so in the future:

One day...the lady in charge of the um, support gros@id that really we

should have Alzheimer partners. Someone that &€am lto know you and your

interests now and then as you lose these can reerentiat the interests were

and help bring back memories and so forth. And lumentioned this at the table
that | was looking for a partner and...a friend ofssaid “I'd be happy to be
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your partner for you.” And so we eat togetherta\we play games from time to
time, we go out to dinner from time to time. Gddible study every week. Go to
hear musicals. (Charles, Interview 2)

Photo 13: Charles plays cards with his friends
Rita receives support from her husband for hisufe in terms of transportation: “[my

husband]'s very good about driving me somewhere, and picking me up, you know” (Rita,
Interview 1). Support also comes from family andrids for Rita when they treat her as
though nothing has changed, supporting her senselfof

And I'm so grateful for the fact that my friendsrdiomake any big deal about it

you know and treat me the same and so does myyfarAihd | think that helps a

lot. | think if you've got somebody who's lookirag you like “Oh gee, | wonder

what she’s gonna pop”, you know something, somgtiimrong there (laughs).

But | don’t get that impression anywhere, so that’'s good. (Rita, Interview 3)

Participants also receive formal support from tehA&imer Society, volunteers, and day

away programs, which sustains engagement in maecesof life, including leisure. Over

the course of our interviews, Alice started reaggviormal support from a volunteer who could

help her with the housework:
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So in that way... by making sure weekly the dished @@ meal prep, and the
umm... umm...bed is changed, and fresh laundry and tltat going to help me

immensely. Ah, emotionally, physically, every wagcause...umm, it's going to
make me happier. (Alice, Interview 1)

Jack attends a day away program and finds theataffery supportive of him and his leisure.

They support his interest in music:

Yeah, and it's good, and they treat me really gabthe [day away program] there.
I'm still playing with the xylophone and the ... gthyat plays the music he was ah,
he takes me down after the um, when the busses roara [my wife] picks me
up at 3:30 or 3:15 or something like that so weetdlite piano over and the
xylophone it and sort of jazz it and he plays thg the piano and | play the, try to
keep up with the xylophone and it works out regitpd for us. And he was good
enough to let me do it. So they've been good toanw | try to be good to them |
guess. (Jack, Interview 4)

Alice uses the photo that she took of the birde@nbalcony as a metaphor for the importance
of having family and friends to feel supported ba journey of memory loss (see Photo 14):
And doves are always mates, they always keep the foalife. And so it kind of
supports in a way indirectly memory loss, becausa ynate supports you. If you
don’t have a mate then you have your family suppod your friends. So that’s

kind of unique there in that you can see it inliivds they support each other in the
memory loss. (Alice, Interview 2)

Feeling supported is reciprocal and some of theqggaants talk about supporting their

care partners:

The fact that um, [my wife] and | are still abledanjoy looking after each other, is
two streets, it's not one way. And | feel good atha think | help my wife a lot
more than healthy people doln the fact that I, that | purposely try very haoddo
what | can to help Ruth to be comfortable. (Charlietrview 4)

Support can be reciprocal for friends as well.kiatks about himself and his wife providing
support for friends who are also living with demant
We have friends that we go out with every Sundayning with them and um, this
other chap has Pike’s disease...Pick’s disease. h&ngbes on and on and on and

on but it's nice to...we do it for them and they ddoir us sort of thing and that’s
still on...Yes for breakfast with him. [My wife] and his wifean sit there and
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listen and | can sit there and listen to what he tleasay because once he gets on
the line he just goes on and on and on (lauglidack, Interview 3)

Photo 14: Alice feeds the birds on her balcony

As part of reciprocating support, participants d@wtheir own experiences with
memory loss to help others who are affected bylice talks about how she helps her friend
who has a relative with later stage memory lodse iS aware that her family and friends
support her and will continue to do so, and steniare of how she, in turn, can support them:

[my friend]’s grandmother is showing dementia avidle she’s well into her 80s

but she’s got her stepsister’s aunt | believe theémid stages of dementia and she

was asking me pointers on what to get her to doalme she’s very anxious and

she’s sort of um, almost advancing to the end stagere there’s no concept of
normalcy, there’s words don’'t mean anything, tintesh’'t mean anything, she’s
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extremely agitated. So she was a person who dithwve a lot of leisure, so |

suggested to her that she had seven or nine amjldcel suggested getting um, a

doll and some clothing so she could dress that laaloyum, because she tends to

throw things. And then also folding, she was alsvgyeat at ironing and folding so

things like that, so. Yeah. So really um, | kn@svmy journey progresses, they will

only progress with me because they have a very gaddrstanding, but also it felt

good to be able to help give tips to them for howde¢al with their loved one that is

very um...lost in her own way and um, what do you itahgitated. So um, yeah, |

felt helpful, for them as well. (Alice, Interview) 2
Reciprocating support reminds participants thay e still able to make a contribution.
Helping others leads to feeling needed. By livimgupportive relationships with friends and
family, participants are able to continue to coutite losses they experience in leisure and
engage in meaningful activities.

Being together to secure a sense of belonging

Spending time with loved ones is important to allrfof the participants and contributes
to a secure sense of belonging. Engaging in keisuother daily tasks with their spouses,
other family members, and friends leads to feelmigsappiness and connection to others.
When | asked Charles what makes him happy, he &g together with [my wife] and
doing things together” (Charles, Interview 1). érain the interview he says: “What makes me
happy is having, having her with me and havingdsea caregiver” (Charles, Interview 1).
Alice took a photo to demonstrate the significaotbeing together with her family and
friends (see photo 15). In this photo, Alice isihg dinner at a restaurant with her son and
some family friends. She says of the photo: “...Bkgtime we're together with [my friends],
and [my older son], or any of - or [my younger san{l [his wife], we're just one big family

when they come...” (Alice, Interview 2). This pha@mphasizes the close-knit relationships

with family and friends for Alice.
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Photo 15: Alice has dinner with fritsnand family
Similarly, Rita had a photo taken of herself anddranddaughter (see photo 16), with
whom she is very close. She experiences a grahbtlbappiness from the relationship:

Umm, our grandchildren, especially this one th#lsass all the time is uh, just the light
of our life, you know. And uh, and we've reallyjeyed her because we figure she
might be the last grandchild we’ll have, you knosnd uh, uh, well all our
grandchildren are very special to us, so. And eellways had, enjoyed them. And
uh, that makes me happy. (Rita, Interview 2)

Jack also talks about the importance of being highfamily. He tells me how he and his wife
moved to be closer to their family members:

...and um, it other than that our, like we’re blessaal in the fact that our family
feel as a family and we do a lot of things togetaed they know that sometimes
I’'m not going to be here and that's why we’re mayinere too now we’ve got
family. We moved from where we were which was wafeand ah, this new
place will be just as good. Now we’ll have it, Wdiave [my wife] and I, we’ll
have [our daughter] here, we’ll have two nieces wh®moving back into here and
they've got two babes, you know two twins, and thiem other one is having one
(laughs) so, so we’re making a family, a family gegether more into a family
deal...and not everybody’'s got that so I'm blessedhat. We do a lot of stuff
together. (Jack, Interview 3)
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Photo 16: Rita spends time with her granddaughter
By spending time with family members and friendatigipants feel a sense of
belonging in their relationships and find enjoymant happiness, which in turn play a role in
their sense of hope for their present and fut@peending time with significant others is a
motivator for continuing on the journey of memoog$ with a sense of hope despite the

changes that occur.

Trusting in others

Living in relationships also involves trusting ithers. Participants have faith that other
people will look after their best interests, evemplete strangers. Rita trusts that people will
give her back the right amount of change so shecoatinue to shop on her own:

So I've learned to trust people, you know. You kngou take, my hair dresser,

when | go down to her | just, | give her more thianhan it, it is. She charges me

$22 for shampoo, and ah, so might give her twoad®lah, at more than that. And

she always brings me, gives me back the change,Smdhen. So you have to
trust people more too. (Rita, Interview 1)
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Rita reiterated this need to trust strangers reggnthoney when we went for a walk together

in her neighbourhood.

We also talked about her problems with money. t8lteme she is no longer able
to give the correct change and she just has ta thas people will give her the
correct change back. She said that was anothesudlithing, since she has always
been good with money, both saving and spendinginite she “did the books” at
her husband’s insurance company. (Rita, participalnservation field notes,

walking)

Having to trust others reminds Rita that she hdeed lost her skills.

Jack opted to trust his family as soon as he wagndised in terms of how he should
handle life with dementia. He decided to belidweirtconcerns and comments once diagnosed
instead of questioning whether something was dgtuabng:

Well | knew, once | found out like about golfingdastuff like that, and when

[my daughter] said things and everything, | justided if that's what they're

saying, then they know more about it than | dahat particular time. And ever

since then. And they've always taken, taken melaokied after me well. (Jack
Interview 1)

While trusting others enables Rita and Jack toicaatto engage in leisure instead of
backing off, Alice is less trusting and not as taphave faith in other people, particularly
strangers. She emphasizes how important it isuh dthers, yet how difficult in can be to

trust:

Trust is another thing too. Trust is, you havertstt who you’re working with in
order to be umm, comfortable and relaxed with thamd have that confidence
in the other person. So...umm, those assisting lyloaye to have ...their trust, or
| have to have trust in them. Is utmost to me tos.something we didn’t talk
about. Trust is a very strong issue | think for tmafaus. (Alice, Interview 1)

Being accepted

The final essence of living through relationshp®eing accepted by others. The
participants are accepted for who they are nowth Beeir strengths and their limitations are

acknowledged by their family and friends. Ritksahbout how her husband accepts her,
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perhaps more so than she accepts herself in tdrthe tosses that she has experienced or the
loss of interest in some activities: “Yeah, yealy,hmsband especially, you know will say

‘You know you can do a lot of things Rita that yaid, that you don’t feel like doing now’™
(Rita, Interview 3). Rita tells me that her husthaccepts her no matter what: “...so he told
me he would have married me even if | was like #tishe time you know...” (Rita, Interview
3). Alice talks about how it can be challengingfiamily to accept the changes. She praises
her family for working to accept her and facilitagiher independence instead of taking over:

They're very good, and [my niece] and my friends @ery good at allowing me

to have my dignity. And that’s a difficult role fay for them. Very difficult. It

would be very easy to me to say “Well mom we’rengoto do this, well mom

we’re going to do that” and make the decisionsiier (Alice, Interview 3)

Other people acknowledge the participants’ strengtid abilities, and inform them that
they are coping with dementia very well. Charkdistme how others believe he copes well
with his illnesses: “Earlier | mentioned someththgt | feel that | cope well and people give
me affirmation that um, | sort of handle it, handig disease well” (Charles, Interview 2).
Similarly, Alice says: “The people that really unstand the disease are totally amazed at how
I’'m coping” (Alice, Interview 1). However, someten other people indicate to the
participants that they do not appear to have demantll. This experience contributes to the
paradox of challenge and hope because of the conflifeelings it can create within the
participants. In some ways it is frustrating fioe pparticipants, because they know they have
memory loss and for the most part do not want petgpthink otherwise. At the same time,
they take this feedback to be positive; it is andltat they are indeed handling their dementia
very well. For example, while Charles mostly expeces acceptance from his friends,

sometimes they deny his experience with dementieggiwdemonstrates the paradox of

challenge and hope. This denial that he has deamentthe suggestion that he is doing so well
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they would not know he had it makes him feel gopdiggesting that he is able to cope with
dementia, yet at the same time, it bothers hinatgethis experience denied: “I guess it bothers
me a little when people say ‘I don’t, | don’t thigku have Alzheimer's.” And | simply say,
‘Well look, | have two opinions and um, specialistgh say | have it’. | know that | have it. |
can feel it. Sense it” (Charles, Interview 1).

Being accepted supports the identities of thea@pants. They internalize the positive
comments they receive from others and identifyrthersonal characteristics in terms of being
able to handle adversity well. When viewed poslity participants are supported by others to
retain their social identities. Recognition of @nability to cope with memory loss contributes
to positive aspects of identity. This contrastthvine negative impacts that memory loss can
have on one’s identity such as lowered self woBl.tackling life with dementia, participants
resist the overriding stigma of having memory lasd replace it with a more positive view of
oneself.

The relationships that participants have with fgraid friends are a key part of the
experience of tackling life with dementia, of “lng” with an illness causing memory loss.
With the support of others, pleasure of the compaErothers, and by being accepted,

participants retain a sense of hope while livingwnemory loss.

Being optimistic

The fourth essence of tackling life with demensi®eing optimistic. Positive attitudes
towards current and future life are important feinlg out the dementia journey within the
paradox of challenge and hope. Participants viemnselves as people with positive attitudes
who try to look on the bright side of life. Thesitudes help them to sustain their senses of

hope.
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Thinking positively about the present and futurgtiits a sense of pride in Charles
despite the challenges that he faces. It is algayeof resisting the negative doom and gloom
beliefs that society tends to hold about demertiharles tells me during our second and third
interview: “...I keep coming back to a positivetatie, which | think describes me...quite
well” (Charles, Interview 2). He later says “Anavas talking many times about the positive
mental attitude, | feel that | can rise above despaum, depression, | think I've done well,
well with that” (Charles, Interview 3). SimilarlRita considers herself to be a very positive
person, and she believes that her optimistic okttt help her to slow decline: “So I'm
thinking that, being positive is really the thirigat's going to break it. It's going to make it
longer, make you feel better. | think that’'s aswer to it you know” (Rita, Interview 3).
Maintaining an optimistic outlook on life is vitedr maintaining the balance within the
paradox of loss and hope, rather than just falimg despair about what has been lost. There
are four ways that participants maintain optimisow their current situations, including
feeling hope for today and tomorrofecusing on the positiyeomparing self to otheysand

normalizing experiences

Feeling hope for today and tomorrow

All participants have positive feelings, aspiraspand dreams for the present and future.
They hope that the dementia progression will cargito be slow. They also hope for new
drugs to come on the market that will further pcotegainst dementia pathology. During our
pole walking session, Charles speaks about his fogbke future: “He told me he had spent
the last week counting his joys and that he felteful to be alive at this time where doctors
can help and there are medications coming oubaltime” (Charles, participant observation

field notes, pole walking). This sense of hopdgprses the frightening awareness that
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participants have for the future. Immediately afétling me about his fear of wandering in a
nursing home, unable to talk or think, Charlesdpéful: “But um, it may not. Medications
are coming on the market all the time, face thagmtine time comes” (Charles, Interview 3).

Rita is also hopeful that her memory loss will paigress significantly, but since she is
aware that it may well progress, she is hopeful sha will not be too bothered by it:

So | think it’s just letting, it's getting yourselb the poin - position where you are

saying to yourself “There’s not that much changensy you know so | still carry

on like I do, and now that day will come where olpably will not be able to carry

on the same way, but maybe by that time | won'ecgwu know (laughs). (Rita,

Interview 3)

Jack’s hope for the future focuses on the degreemtrol he hopes to have over moving
into long-term care:

| don't think that'll happen until it will be timéor me to go into the long-term

deal, | want to be in the long-term deal, facilivgfore, before I really need it. I'd

rather be there ahead of time instead of afterl untvas too late to be a half

decent guy. (Jack, Interview 1)

Hope for today and tomorrow extends to leisure ek wParticipants have aspirations for
their leisure time. For example Rita talks abaaihg shopping:

But that’s, no | don’t generally stay home, um...gsléwant to and | haven't got

any plans made, but generally | can go out quitenoi the afternoon like today,

we’ll probably go somewhere for a ride. I've bdeying to get him to take me

down to IKEA though. | love that store (laughs)...Aath, so he keeps saying,

“I'm not sure where it is”, and | say “You get ihet driver’s seat and I'll tell you

where to go” (laughs) but we haven't gone there pat we’ll get there. (Rita,
Interview 3)

Although the fear of future memory loss is parthad participants’ experiences, their
experience is paradoxical in that they also hayeehpaspirations, and dreams for their lives.
In addition to having hope for the future, partaoips no longer take their time for

granted. They live in the moment to counteractantrand future challenges. By doing so,
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they are able to fulfill dreams and aspirationacklJstresses the importance of living in the
moment in our third interview:

So I'm going to live it to the best | can. Andsbmebody asks me a question,

“What should | be doing to make my life better im,because of Alzheimer's?” |

would say “Enjoy it, do it, do the best you can aadd enjoy every moment of it

and don’t procrastinate, don’t think you shoulddméng it tomorrow, do it today,

and if you, if somebody comes in and says to ydid Ithis wrong, well okay you

did it wrong but do it again and do it right.” Arbat’'s what | would like to tell

everybody who gets this thing you know like themeisreason for somebody to lay

in their couch for half a day or something likettbacause they think their knee is

sore or something like that. Get up and walk ama@ltithe rest, like the last couple

weeks, | went out three, four times, four timesainow and | my elbow’s sore so

we went out and got one of those sticks and nowhittmg with this thing up here,

got the elastic brace. But I still go out and pladnd why waste the time? (Jack,

Interview 3)

Leisure plays an important role in living in the mment. Participants wish to live in the
moment regardless of their stage in the journeythead are able to do so in their leisure time:
“because | was forced to look at what | was domgrh, enjoy the moment, enjoy the day, um,
at whatever stage I'm at with the memory loss.it@atually reinforced the importance of
leisure time” (Alice, Interview 2). They do this part by fulfilling long and short term
dreams. Instead of putting things off, particigactioose to do them while they still can.
Charles and his wife like to travel. Charles tefls in his first interview that he is planning
several trips during the summer: “I think my tramgldays are coming closer to an end, and
we’re sort of saying let’s, let’s do it while wercgCharles, Interview 1).

For Alice in particular, being diagnosed with detmeinas given her the time to fulfill
her dreams — she was a busy single mother and befsee being diagnosed and now she has
time to do what she wants:

...Working full time and being a single mom, thereswaisure things | put on

hold, so actually with the announcement of the alisg instead of taking a
negative view of it, | took, well okay, what arefie things that | always wanted to
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do leisurely that | didn’t have time necessarilydtobefore. So um...it actually in
a way was a blessing. (Alice, Interview 2)

Alice now has a list of dreams she would like toaaplish while she still can, such as
going to her favourite poet's home, going to séacal junior hockey game, and going to see a
concert of her favourite singer, which she accost@d over the course of our interviews.
Living in the moment and in turn fulfilling drearnasd aspirations has become increasingly
important for most of the participants as they warteke advantage of the time they have in

which they can enjoy life.

Focusing on the positive

All four participants highlight the positive aspgdf their lives and their remaining
abilities. They count their blessings and reflgobn the ways they consider themselves to be
lucky, which is fundamental to maintaining an opsitic outlook. Rita reflects on her life as a
whole and does not mind having memory loss sine&sdtad a wonderful life: “...she was
glad to have this disease now, she had a goodriieenjoyed it, and she was still enjoying it.
She told me if she only had five years left thae wlould enjoy it” (Rita, participant
observation field notes, walking). Rita believieattthis positive attitude helps her to tackle
life with dementia: “I think, | really believe, kpeng your, keeping your wit about ya and...
looking on the brighter side of life is the onlyy® go” (Rita, Interview 3).

Instead of dwelling on losses, the participantgkbem in perspective. Alice tries to
forget the negative things that happen in ordéotas on the positive: “...I tend to forget the
negatives, so ... you know I'm sure there’s been megatives than that, but I've chosen
to...let it go. ‘Cause I'm wasting time from enjoyitfte moment” (Alice, Interview 1).
Charles talks about his own positive attitude: “Uiinpride myself | guess in feeling that |

have an attitude of gratitude (chuckles). | havenany things to be grateful for” (Charles,
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Interview 4). Rita talks about being thankful fehat she has instead of dwelling on what has
been lost: “But no | think being positive aboutnipg and laughing at yourself even feels good.
So. |, I'just um, I just think that everyday yoet gip is another day you got, and um, I'm just
thankful for that” (Rita Interview 3).

Alice works to focus on the positive aspects ofllierdespite the losses she has
experienced: “And umm...then trying to turn around @yositive side on it. So that is the
key, is turning it around and trying to bring it. tarthe proper focus, a more positive focus”
(Alice, Interview 1). In order to do this, she neakit a point everyday to focus on the positive
aspects of her life while acknowledging the chajies

... think it's just...making the best of what I've g@nd each hour and each day.

Doing the best | can with what I've got. And bemghappy as | can, and if it's a

bad day, endorse it, but don’t let it be bad fargol think the important part is

just...l guess what's important to me is making tlestlihat | can of the journey.

(Alice, Interview 1)

Jack’s spin on focusing on the positive is sligldifferent than the others. He talks
about the advantages of having a diagnosis of deanesmpared to other illnesses, while
recognizing that there are many negative thingsielbong with memory loss:

...1 tell everybody the good thing about Alzheimessthe fact that it gives you

enough time to think of what you should have beeimgl before your time was

over....itisn't like ah, it isn’t like a stroke wheeright away you're dead. And the

other thing is it is not contagious, so people...hagdear that | might be going

on or passing it on to them. And that's aboutdhs/ two good things about it.

(Jack, Interview 1)

Participants also talk about the slow progressiatementia up to this point in their
lives. They are grateful that the disease is nogqessing quickly and they are able to adjust
because their changes are gradual and often gdiceao

No | really, | really don't feel, like | know thahere’s some changes and um, but

the changes like | say its like hearing and sik# that it's so slow that you don’t
really notice it. At least | don’t think | reallyotice it. (Jack, Interview 1)
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Jack goes on to tell me about how gradual the ahamng it is not a sudden change that affects
your life immediately, rather you have time to pkrd prepare for changes that are to come:

Oh there are different changes. There have beer stanges yeah but they're

not. It's like losing your ear or like losing yqumour, so you can’t hear. It's very

slow. It's like you know you don’t have to go eyance in a while and get your
glasses changed because you don't notice it. Aixdi$ a very slow movement.

You know, like it's not, it's not like today I'm sant and tomorrow I'm dumb. That

doesn’'t happen. It just sort of pitches over tlavev (Jack, Interview 1)

The sense that progression is slow gives the gaatits hope that things may not get worse.
Rita often feels that nothing has changed for $lee; feels the same as she always did: “And
um, but ah, | don’t see any, | don’t see any ré&mknce myself in my thinking or anything

you know” (Rita, Interview 2). Although Rita talledout some of her challenges throughout
our time together, she also tells me she has rpEreenced any challenges. She suggests on a
few occasions that her diagnosis could be wrongzuging on the positive aspects of her life
allows her to disregard the challenges she fandgating that the experience of memory loss
is indeed complex and fraught with paradox.

Participants also focus on the positive aspectsef lives by celebrating their
remaining capacity. Instead of keeping track o&trhey can no longer do, they rejoice in
their remaining abilities. They do what they camntloeir own and then seek help in areas
where they may need it. Alice talks about celebgaher capacity when she finally completes
a task she has been working on for a while:

When it happens, it's like a party time. Like wegeing to have a big debutante

ball tonight because | got this done. After thisminer of weeks, | finally

accomplished this. Yeah. So, it's celebrating tihram...accomplishments is ah, is

actually a celebration. Because, | don't knownibtweeks from now | could do it
again, so why not enjoy the moment? (Alice Intewil)
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Although Rita rarely cooks, when she succeedseatadk, she recognizes her
accomplishment. Rita tells me a story about makimgeal for her husband:

Last night, this is a very big thing for me, lagjht [my husband] had a meeting out

at the, in the atrium out here and so | said, Wellgoing to cook us supper, and |

haven't cooked anything for a long time, quite alechlAnd we either go out to eat

or we buy something, bring it in, you know. So umade a, a casserole, so when

he came in | had it ready, he sat down and he‘®aally good, | can’t get over it,

this is really nice.” And ah, | said “Yeah, thoudHtid a good job”, you know. And

that was the first time and | felt like I'd realtipne a big job, you know... it was an

accomplishment for the day. (Rita, Interview 2)

While Rita has difficulty with money now, she cdill sise the computer for writing
poetry, which makes her feel good: “I do some poetrthe computer, things like that, er, just
for my own fun, you know. And um, but ah, | doséde any, | don’'t see any real difference
myself in my thinking or anything you know” (Ritaterview 2). As a result of having lost her
abilities with money, she feels particularly praafcher remaining capacity to write poetry on
the computer, which is also a complex activity.aflés celebrates his capacity to continue to
contribute to the household chores and pull his eseight. This helps him to feel good about
himself and contributes to his self-esteem:

| think 'm much happier when | feel good about ®ijs That's what | was

saying about carrying my own weight, | can vacutmftoor and wash the dishes

and, and um, take the garbage out on my own, drjchiewife] have space so she

can read or write or whatever she’s doing. So positive attitude about being

able to support her. (Charles, Interview 1)

Celebrating capacity comes in part from beliefme’'s self and confidence that one can
continue to do things independently: “So that’s tWhaould encourage others. You know,
like...believe in yourself and try for yourself. Meatter how hard it is, you know. Believe in
yourself, right to the very end, believe” (Alicatérview 1).

In sum, participants have a variety of ways oliging on the positive aspects of their

lives in order to maintain their optimistic outlaokThey keep in mind that there are many
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things they can still do, they are thankful forithstow rates of decline, and they celebrate

their remaining abilities.

Comparing self to others

In addition to focusing on the positive, particimcompare themselves to other people
living with memory loss. These comparisons hightlithe strengths of the participants and
help them to remain optimistic. This gives thesease of satisfaction in their continued
abilities and slower progression of dementia.efhinds them that things could be worse.
Jack, for example, compares himself to other peefite dementia he knows who deny they
have memory loss, which Jack believes has negativacts on their lives:

So, but there’s people that are so long in demial they miss what they could

have been doing while they still have the full pafttheir life. And that's a

shame. They’re not there to live with the kids déimel rest of it. (Jack, Interview

1)

Comparing self to others reinforces identity asviaiials who manage well with memory
loss:

| know when | go [to the support group], we have tither, some other ladies

there too, and um, the one especially cries arldtgets upset you know and ah

that’'s one thing | really avoid, | don't ah, | dorget to that point where I'm

really upset you know. (Rita, Interview 3)

Interestingly, the participants of this study téadocus on comparisons that emphasize
their own strengths, abilities, and advantageberahan comparing themselves to those who
would make them feel worse about themselves, quettieir abilities, or lower their self
esteem. For example, in our follow-up intervievicA compares herself to some of her peers,
noting how lucky she feels to be doing so well:

And there are other times that, more so lately wheee some of my peers going

down a little bit and I'm thinking oh I'm so gratéfbecause I'm still where | am.

Um, yes there are changes, but um, I'm still abledpe with them, where | see
others really, really struggling and that makessae. (Alice, Interview 4)
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While in some cases they know people who had expesd the end stages of dementia and
fear what the future may bring, the participantsidvooking for similarities between
themselves and persons with end stage dementigy albo avoid comparing themselves to

persons without memory loss. Doing so may prageinst frightening awareness.

Normalizing experiences

In addition to comparing self to others, occaslignaarticipants explain their
forgetfulness as being normal, indicating that goee forgets every now and then and they
are really no different from other people. Theytkis to maintain their optimistic outlooks.
Normalizing helps them to feel more positively abthemselves and the changes they are
experiencing. It decreases feelings of worry almoeimnory loss. Rita explains how she forgets
names, but this is normal for other people as well:

Forget names once in a while, but | find a lot ebple are like that. Like ah, a lot

of people will say, you know, “I can’t, I'm gettingp | can’t remember a name.”

And | say, “Oh don’'t worry about, you know. Becaus®i're not the only one

that’s like that.” (Rita, Interview 2)

By normalizing her symptoms, Rita is able to awe@rying about herself and her problems:

“| see a lot of people who have never been diaghasth Alzheimer's who are doing the

same thing. So | said, it's not a big deal with'fRita, Interview 2). Rita takes some comfort
normalizing her experiences: “...and I'm, I'm so ea@ged when somebody says ‘Gee | can't
remember the name of that person!” (laughs) oh doogou, you know, that’s great.” (Rita
Interview 1). Jack also normalizes changes in tmgnwith increased age, although
acknowledges that Alzheimer’s is a bit different:

Like if your Dad is over uh, 65 say, or whateveisjtuh, uh, you can’t expect him

to be as bright as he was when he was 45. Andwaifré all doing that, and, but at

least Alzheimer’s gives you the opportunity thauycan have some of that and
extend it. (Jack, Interview 2)
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Rita normalizes not only for her own comfort, bls#cato make other people feel better
about her diagnosis, particularly her grandchildfémd | said, ‘Don’t feel bad about it. What
about people that break their legs and stuff lila&?’ You know. And a lot of people do, they
get a lot of things wrong with them so” (Rita Intiew 1).

While normalizing is essential to being optimisilong the dementia journey, sometimes
other people normalize the memory loss of the giggnts, which undermines their experience
of dementia, highlighting the paradox in which jberney occurs. Earlier, | demonstrated that
participants experience denial on the part of atlhegarding the experience of memory loss.
Similarly, when normalization is forced upon pagants, they experience a dismissal of the
journey that they are on. Alice explains what thibke: “Those that don’t understand say
‘well | have memory loss, | forget things too™ (i8€, Interview 1). Alice talks about a
specific incident with a former friend who told &4 her forgetfulness is normal. The friend
told her:

“Oh yeah, | forget too”. And ah, | said, “Buit's totally different.” “Well 1

can’'t see where it could be any different than limg else.”...And | said, | took

my shoes off, | put them in front of her. | saidd\M try walking in those for six

weeks, come, come back and let me know what younded® And she just

turned and walked away. (Alice, Interview 1)
Normalizing experiences is a way to tackle lifehamiemory loss providing that the
participants themselves were normalizing the expees. When others normalized their
experiences, they found this disrespectful andftnlurt

In sum, participants remain optimistic, having hépretoday and tomorrow, focusing

on the positive aspects of their lives, comparhmegriselves to others and normalizing their

experiences in order to live with hope throughrtimirney of dementia.
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Prolonging engagement in meaningful activities

The final essence of tackling life with dementiadlves prolonging engagement in
meaningful activities. Prolonging engagement idekia variety of ways in which the
participants and their families enable continuedig@pation in leisure and other activities.
When abilities are enabled by oneself and otheom@area, other areas are also enabled.
Prolonging engagement in meaningful activities playole in maintaining identity,
particularly for Charles who sees himself as agemho copes well with things, so finding
ways to enable his own leisure preserves thisquéati aspect of his identity. Key essences of
prolonging engagement in meaningful activities udgseeking help tamprove a situation

andaltering leisure.

Seeking help to improve a situation

Participants often ask family and friends and efeemal service providers for assistance
to make leisure and other tasks easier. Askingifidrreceiving help from others enables
leisure participation to continue. For examplacélalks about getting help with letter
writing, something she enjoys, but would have teegip without assistance: “So, that's going
to open a whole new field of accomplishment foramevell. So, there again, um, leisure time
is going to be even ...more...more fun? More pleasaote...enhanced” (Alice, Interview
1). By actively seeking help letter writing, Alibelieves she will accomplish new things and
increase her leisure enjoyment. Alice talks alpausonal growth on the journey and how she
is now able to ask for help, something that wasearery difficult for her to do: “I am now
asking for assistance. And a proud person likedmitting that, yeah, it's time, is a big
acknowledgement on my own self, of my, of knowingseif” (Alice, Interview 1). By

learning her limitations and reacting to them, shable to maintain involvement in leisure:
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“Because I'm giving, not giving in, I'm realizing yrsel, my own self limitations, and
acknowledging it, and reacting to it” (Alice, Inteew 1).

Charles similarly seeks help to address the chgdieie faces. Charles requested a
magnifier from his doctor to help him read (seetpty). The photo Charles included of his
magnifier is meaningful not just because it enahleseading, but because it demonstrates that
he is a person who is proactive in solving his feots:

| wasn’t happy with my reading problems and umad the optometrist give a

letter asking for um, interview at the School oft@petry. So I'm glad they did.

This is just made reading a pleasure, where witlh@ing able to see clearly it

was a problem. So I'm going back on thé"3ff May to see what we can do

about when | don’t have a machine with me... (Chatlgerview 2)

He goes on to tell me why the magnifier is impattan.learning to know my body and telling
my doctor about it, um, is typical how I try to ihgi the change as much as | can” (Charles,
Interview 2). Seeking out help emphasizes Chavlest of himself as someone who works to
solve his problems instead of avoiding them:

And the other thing is that if there’s a problers the reverse of that. Um...and

this would include as a good illustration is alufaof them, the Parkinson’s, the

Alzheimer’s, the eye problem. I'll go, as soon asalize there’s a problem, I'll go

and get help. For many people, wait and wait aad and never, never find out

what's wrong. (Charles, Interview 2)

By seeking out help participants both enable théreseand are enabled by others to prolong
engagement in meaningful activity. While Alice gagts that seeking help involves feeling
comfortable enough to acknowledge the need fostasgie from others, Charles suggests that
being attuned to one’s body and the changes thdiappening helps one to know when to ask

for help and who to ask for help. This indicatesttalthough all participants seek help, the

way in which they arrive at the awareness of thedrfer more assistance differs.
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Photo 17: Charles uses a magnifier to read smiatitp

Altering leisure

Participants also prolong engagement by alteemyfe activities so that they can
continue to perform them. They change both theiacand their goals in order to continue to
experience success. Participants act within ttegacity instead of giving up an activity all
together when their abilities change: “Instead batcan'’t | do, it's what can | do. How can |
change what I'm doing, adapt it, so that | canwgthier in this activity?” (Alice, Interview 1).
Although the nature of the activity is differerts meaning and value are retained. Alice tells
me that assessing her capacity, acting withindapacity, and altering her activities to match
her new capacity are important for meaning andlliuént:

So, now because I'm not able to work ‘il retirerhesr to have quote-un-quote a
normal retirement, | have to pick out the thingatthd really like to do that are
within my capabilities. Because if | do that, therachieve the maximum of
happiness and pleasure. But if | try to pick ouhething that's beyond my ability
to understand or to enjoy, it will not give me thatfillment....So why do
something like that, if I'm not going to achieve ath really want, when | can do
something, maybe a little lesser in scope, buteaghjust as much and maybe

more. So | think that's really a key element tmorealizing what you can get
the... most for the buck. And the fact of self satision. (Alice, Interview 1)
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While Alice notes that acting within her capad#gds to fulfillment, going beyond it can
lead to frustration and disappointment. There#&dtering activities to match capacity is vital
for enabling abilities. However, Alice also nothat finding this balance can be difficult:

My desires and my, and my, challenges to within nehecan...get the most

satisfaction and enjoyment out of. And it's nosya Because | tend to set my,

my goals higher than what | can attain. So legymow to bring the two together

SO we meet ...it's a 24/7. (Alice, Interview 1)

Participants provided specific examples of how takgr their activities in order to
enable their abilities within those activities.ckand his wife used to ballroom dance, but
have switched to social dancing so they can coetinlenjoy the activity without the pressure
of following ballroom dancing etiquette. Jack imbéd a photo of himself dancing with his
wife and explained how they have altered their danto accommodate his changing abilities:
“...it's the fact that I...we’'d taken le, lessons foeev And, and, and now it isn’t worthwhile
because | can’t remember what I'm doing anywaysysqust play a very, very
relaxed...dance...yeah...” (Jack, Interview 2, see phpto

Charles manages a wide variety of limitations tal@e leisure participation, including
his vision and balance problems associated witkifson’'s. Charles had a photo taken of
himself using walking poles for exercise (see Pi¥)toThe walking poles help him to manage
his mobility limitations, maintain balance, and wé&br a longer period of time: “And pole
walking is easier...than walking in some senses lsscgau’re using all four limbs. And um,
going up and down a hill it's easier with polesrthigis without” (Charles, Interview 2). Using

the poles means that Charles does not have towitillka cane, thus they encourage his

continued participation in physical activity.
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Participants change the nature of the activity e. weor example, leisure that is
normally competitive in nature becomes individuatooperative. Instead of competing in
darts, Jack plays by himself so he will not riskimg someone else. In this way, he still
practices the skills needed for darts and enjoya@ed activity. He included a photo of
himself practicing darts (see Photo 18) and saysd“darts, we do, | do that. Do that about,
since I've had Alzheimer’s ...1 don’t, | don’t plag.i..the league anymore, | just go and
practice, practice, practice throwing darts atdhg board...” (Jack Interview 2). Jack enjoys
competition, but now competes with himself to imydis score or ability instead of
competing against other people. Alice includedhatp of herself and a friend playing Yahtzee
(see Photo 19). Her description of the meanintp@fphoto highlights the cooperative nature of
a competitive game:

Yeah, um, | may miss sequences, like you know, @simiss a combination,

and um, or I'd spot it for her, and it was sortibfyasn’t, we were sharing it. It

wasn’t that one was out to get the highest scomeas sort of like camaraderie,

so it was, yeah. So there was times | would se thnd there was a lot of times

I'd miss certain numbers and she’d point them saotyeah, it was a camaraderie,

yeah. (Alice Interview 2)

The communal nature of the once competitive gangalso evident when Alice and | played
computer games together:

Alice would show me where a row of three could badmif | couldn’t see it.

She told me it was different playing with someofse decause she could see all

kinds of patterns that | wasn'’t getting. | toldr hghought the same thing while

she was playing. She said if she always had soeneoplay with then she would

do quite well, and laughed. (Alice, participant etv&tion field notes, computer
games)
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Photo 18: Jack plays darts by himself

Photo 19licA plays Yahtzee with a friend
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This process of adjusting activities to meet newitads occurs on an ongoing basis.
Alice tells me that she continually reassesseshb#ities and adjusts her activities accordingly.
She will take steps back and build up her skillgiag

Even if it means going back four or five stepsartitg over again. And building it

up. So it's a 24/7 adaptation and changing, um.cgse for me. No two days are

the same. Um...mentally, physically, emotionallye thhole, spiritually, the whole

ball of wax so to speak. It's a 24/7 pro - projecprocess. Um. Adjustment.

(Alice, Interview 3)

Unfortunately, not all activities can be alteregtolong participation and sometimes
participants withdraw from activities when challesgan no longer be addressed. This
primarily relates to activities that involve groumeraction. Charles no longer feels
comfortable speaking in a group, so he just listend’m backing away from people. Where
| used to be more aggressive in terms of beingaddy | am more comfortable sitting back
and letting the conversation go” (Charles, IntewlB. Alice no longer speaks in front of
large groups as an advocate: “...my speaking abuitym...(pause)...I'm not able to
remember, like what | said to you in the last questl have no idea what it was. So in that
way, speaking’s become...too much of a challengé&ysaeally withdrawn from it” (Alice,
Interview 1). While altering leisure enables aitis, it is not always possible to continue to
participate in activities that are meaningful floe tparticipants.

In addition to altering their leisure activitiegrficipants alter their expectations of their
own performance in those activities in order toldagarticipation and enjoyment. Doing the
best one can is more important than doing as wedine did before being diagnosed with

dementia. Accepting that abilities have changetlsamsequently altering one’s expectations

of one’s performance based on these is imperatibeing able to continue to engage in
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activities. Jack talks about how he changes heetations for physical activity, all the while
maintaining a sense of humour and self acceptance:

And | would think it would be more right to makerswyou are doing the best you
can. Like I tell everybody “I'll do it the bestdan and | know it will be rough
enough”, you know. | use that all the time. Besmthat's all | can tell people.
If somebody comes in and says “Well | can’t walkdiesay “Okay, just walk
twenty feet or thirty feet or something and comekblaut don’t try to do it all at
once or anything else” and it's so it’s like, biuel always been an athlete, not a
good one, but 1, I, really all my life, | playedlband | played soccer and hockey
and all that stuff, and raced and all that sothofg. Now I tell everybody | used
to run a hundred yards in ten seconds, and nowdug@nd run for ten seconds
(laughs). (Jack, Interview 3)

Accepting their new capacities helps participaatalter their expectations of
themselves. Rita steers clear of activities thighitrbe too challenging for her, instead
participating in activities in which she knows staa be successful. Rita plays Skip-bo with
her friend, which is a simple game, instead ofreay how to play bridge, which she thinks
she would also enjoy. Rita asked her friend te t@lphoto of her while they were playing
cards (see Photo 20). She explains to me duringemond interview:

Uh, no it's a very easy game we play and she phaigige a lot, and | keep asking

her to show me how to play it and she says it'y wemplicated, you know. And |

don’t think I'd really want to play it, you know. like the easy ones. (Rita,
Interview 2)
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Photo 20: Rita enjoys playing cards with her fden

As well, participants alter activities by settingxible goals — if they need to adjust
their goals to meet their abilities, they can deasily instead of giving up on the activity all
together. Alice talks about crocheting dishcldtirsa conference she was helping to plan and
attend in the near future when we crocheted togethe

As | chained, Alice mentioned that she would liketrty to crochet a dishrag for

each bag for the [conference]. | asked how maatilould be and she told me it

would be 200. | said that’'s a lot of crochetingl ate said she just wouldn't tell

anybody until she got closer to that number sbefytdidn’t get done, that would

be okay. (Alice, participant observation field reterafts and games)
By adapting both their expectations of their paerfance in activities, and changing the
activities themselves, participants enable contimegticipation in meaningful leisure.

Spending time with Jack, Alice, Charles, and Retzealed for me that they work to
tackle life with dementia. They do this in a véyief ways that allow them to continue to have

meaning and purpose, and make contributions to ¢ivei lives and the lives of others. These

techniques provide them with a sense of hope alogig journeys and remind them that they
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are still capable people who have purpose in thegs. | now turn to exploration of the
bottom two circles in Figure 1, in which the paraad challenge and hope is revealed as the

participants juxtapose threats to their identibgaipholding identities.

Threatening Assaults on Identities

Earlier in this chapter, | presented findings #gblored the changes that participants
encounter as a result of the pathology of memasg.ldHowever, participants also experience
changes that are related to lowered expectationthefs as a result of the diagnosis of
dementia. When combined with challenges that tésarh the pathology of memory loss,
participants find their identities are threatendédice talks about the lack of acceptance of
dementia in society, which contributes to all af thays in which identity is threatened:

To me it’s like having any medical illness. Yowhbao go through your grieving

process and then accept it and then make the bastlos no different than say if

we had cancer, if we had diabetes, if we had anyhoe illnesses that are

accepted. The problem with dementia is we havezdthed the acceptance in

society yet, but in the last five years, there’'g Birides being made. (Alice,

Interview 4)

Threats to identity can result in a questioningeéself and one’s remaining abilities,
undermining one’s sense of self. Valued charastiesiand personality traits are altered by
threats to identity. Essences of threatening éssan identity includelisappearing roles

losing independengstruggling with demeaning images and expectatiandlosing

confidence.

Disappearing roles

All participants have lost some of their previoakes since being diagnosed with
dementia. Two participants, Alice and Jack, weredd to quit their careers that comprised

their personal and social identities after diagao$tarticipants were no longer supported to
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maintain responsibilities associated with theirsjal to perform those familiar work roles.
Jack lost his contract work after he was diagnegéd Alzheimer’s disease. He tells me that
he believes he could still do the work, but recagsithe risks:
Yeah. Yeah in my job that | had you could thaight. And that's why | can’t go
out like, 1 still think I could go out and do a jaithe plant and, and do it right. But
then if | did something wrong and, and a valve kseand a valve breaks, all of a
sudden somebody might get hurt and blow up the @ all that sort of stuff so.
(Jack, Interview 3)
Although he acknowledges the risks, his former wotks are greatly missed: “all the way
through | really enjoyed my work and it's a shaimatt can’t do it now. And it does, it's
something you lose” (Jack, Interview 1). Jack wadl respected in his field and he wishes he
could return to work not only because he enjoyghut also so he and his wife could continue
to travel:
| go out and in all the companies like | say | wasl respected in what | did and
they kept bringing me back and bringing me bachtrigp until this silly little thing
happened, and | would love to go back and it'd B oo, then we could go
places... (Jack, Interview 3)
Alice also talks about being forced out of her j&he explains how she was assessing persons
living with dementia one week and being assesseddikthe next:
And just before | left we were turning our unitaran assessment unit for...umm,
memory loss, and placement, and this type of thamgl we were doing the mini-
mentals and stuff like that. So ironically, heravds assessing others with mini-
mental, and turning around a few weeks later, ldedethe mini-mental myself
(laughs). So, it’s kind of ironic. (Alice, Interwiel)
Alice goes on to tell me that she was eventualtgdd out of her job: “And | was escorted out
and just told point blank that | was incapable ofking” (Alice, Interview 1). Not only did
she lose the role, others failed to support heiab@entity as a nurse by emphasizing her

losses instead of her remaining capabilities. &meke losses are grieved. Participants reflect

on how their lives could be different if they wexigle to continue to work:
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| think it, I think like it would feel as if somebly took away your driver’s license

and you couldn’t drive. | think it's the same thinThe same feeling. Because all

of a sudden you're thinking, jees you know likeoutd be out there working and

making good money and everything else. (Jack, Jreer1)

For these two participants, diagnosis of dememtthsaubsequent loss of jobs also led to
a loss of income, affecting their ability to paip&te in some leisure activities:

You figure when you come out of, work, you knowelikretired when | was 62

and then | did contract working until | was 60, 822 And | was making good

money. Really good money and everything. So wadcdo whatever we wanted

to do. We could go to Japan, we could go herecowtd go there, we could go,

because we had the money and now we can’t doliketwe don’t have a lot of

money now. (Jack, Interview 1)

In addition to work roles, leadership roles witbime’s community have fallen the
wayside: “Well they used to ask me to lead in prayedo something say something in public
maybe. Um it wasn't a big problem, itis, it ismaand | just say | can’t do it” (Charles,
Interview 1). Alice finds it is more difficult tadvocate by speaking in large groups, so she
has given up that role in her community, althoulgé sontinues to advocate in other ways:

But as far as public speaking, | think that rolevésy limited now. Umm...but, to

stand up and speak, those days, | would have tly id@ose and have it...written

down, because ah...the ability to remember, umm. tWwipaevious said, is gone.

(Alice, Interview 1)

Some leisure roles have also been lost. Alice ts@dlunteer to drive people to
medical appointments, but had to give it up wheslsekt her license: “So, um...especially for
the driving, driving people who didn’t have thegdnse and things like that. And now I'm
really, really glad that I did, because drivingpved” (Alice, Interview 1). Rita has given up
some of her roles in the church, including the chaid reading to the children, although she

tells me that this is not necessarily the resuliefAlzheimer’s diagnosis:

Um, yes | quit the choir, but that wasn’'t so mu@tduse of the Alzheimer’s but
more because | felt | was getting too old to béhm choir...l used to tell the kids
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story in church, and | don’t do that as often angenbecause they have other
people too who come in and said they would doitia(Rnterview 3).

Jack had to give up his sailboat, being demoten taptain to crew member, affecting his
view of himself as a sailor and a leader. He ntitasperhaps he would rather not sail now
because of the role change:

Yeah, like even like to go sailing and that nowike., a like we, we had a boat and

luckily I sold it and now I'm thinking that | wouldt, | wouldn’t know if | can ah, if

I'd go sailing anymore, because if | go sailingvitn’t be, it will be on somebody

else’s boat, I'd just be like a crew. (Jack, Iatew 1)

Loss of roles occurred in terms of family and rielaghips as well. Household or family
tasks once valued and completed by the individisal éhanged, particularly with the loss of
the driver’s license. Charles talks about hisahsfort of losing his license and the impact it
has had on his role as a husband:

And um, giving up my j- my car, was very uncomfboitteg and still is, because

l...I like to think of myself as a gentleman and wery difficult for me to stand

downstairs in ...warm indoors while she goes out get$ the car, and bring it

around to me. (Charles, Interview 3)

Rita used to love to cook and hosted dinner padrea regular basis. Although she has made
the choice to stop cooking, rather than being fdmet of the role, it still feels like a loss to

her: “And uh, that uh, that part does bother meabse um, even though | don't feel like
cooking anymore, it still seems like something llgst you know” (Rita, Interview 1).

While relationships have strengthened in manyasitas, Alice has lost friendship roles.
She tells me how her work friends are no longet paner life: “...some disappear
completely, some are denying it, umm...And the ohas &re the worst are the ones that were

in the medical field. They're the ones who've gaoenpletely” (Alice, Interview 1). This

may be due in part to the loss of her work rolds. longer being part of the work place may
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have reduced her connection with some of her faeridone of the other participants felt that
they had lost the role of being a friend as a tesfubeing diagnosed with dementia.

These role losses leave the participants longngdrts of themselves that were central
to their personal and social identities. They twrd to be missed long after they are given up.
However, as discussed above, participants focub@nremaining capacities and continue to
do the things they can do well, taking pride initisentinued abilities, demonstrating again
how they live within the tensions of the paradoxloéllenge and hope. These role losses are
grieved and regretted, yet participants do nathlein overshadow the hope they feel about

new or sustained roles.

Losing independence

In addition to loss of roles, most participants exgnce increasing dependence on other
people, particularly family members. Independemas a valued aspect of their identities
prior to diagnosis and losing that independencestiens the way they think about themselves.
Loss of one’s driver’s licence is a key factorasihg independence as participants can no
longer go where they wish, when they wish, oncditemse is taken away. Charles talks
about how losing his license and subsequently ¢pkis independence, makes him feel: “to
have to be dependent on [my wife] just to go the,grocery store or the drug store or
whatever. Um...it borders on being uncomfortablefig@es, Interview 1).

Rita lost her license as soon as she receivedgaaies. She tells me:

Actually that’s, that's one of my sore spots, iatthumm, | don’t go out like |

used to. Umm, | used to drive down to the majoifi were bored. You could go

down there, and. Or go visit somebody and uhnowt, I'm limited, because of
no car. (Rita, Interview 1)
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Losing independence can reduce opportunities feuie engagement. Since participants may
no longer go out on their own or are unable toattvmeet their friends, their loss of
independence impacts their leisure. Jack notesihiswnore difficult to go golfing with his
friends because he can no longer independentlipdbe golf courses where they play:

| don’t feel comfortable asking somebody to geaaand go somewhere, here or

there, and, and if we always did do that, everybwént out in a foursome and

we were playing out any place, and now I'm out ledttgroup a bit... (Jack,

Interview 3)

While participants do ask for help in order to ntain their leisure activities, they are
sometimes reluctant to do so, contrasting withnila@y ways in which they enable
participation in activities. Having to ask for pedymbolizes a threat to independence and, in
turn, a threat to identity. For example, Rita love shop, but she does not want to ask her
family to drive her to the mall. She wants to tibdrself, so she misses out on leisure because
of her unease in asking for help: “I want to dontmy own, you know. And I think, that’s
kinda a, a shut down for me. It's not having tlheedom” (Rita, Interview 2). Jack similarly
does not want to ask his friends for a drive togkating rink, so he does not skate as much as
he used to:

Like when we always skated all winter you know \aihter for the old guys we

always went in the arena everyday and now | havasto somebody well can |

come with you? And | getl,get that | don’t want to ask them all the timescBuse

they, can | go here, can | go there, so a lotroés when like I've got friends that

would say, yeah come on with us and | don’t wardddhat. (Jack, interview 1)

Participants talked about loss of independence stlisalely in terms of driving.
However, independence is also lost in terms of tdd$scome. Since Jack has had to leave his
contract work, he no longer has the money to gol€ertain golf courses:

Um...lI don’t have the freedom of, nor the money nowuky go where | want,

when | want, and because before, like | used ty ma...one of 17 golf
courses...And we can go out and play it, we hayeatothe, the things to ...it's not
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free, you've got to pay your, your uh. But, we, ean, could do that. But | don’t
do that anymore... (Jack, Interview 2)

Alice in particular values her independence higHbhe is still able to live in her own
home, so she retains a great deal of independétaeever, she has lost some of it, but has
reconciled changes in her independence. In thewolg exchange, Alice and | discuss her
desire for independence and how it has been altered

Rebecca: So living here on your own is very imparta you right?

Alice: That’s, that’'s a good point. That, thattisat's yeah. I'm glad you brought
that up. Because that's one of my most importéeah.

Rebecca: Your most important...?

Alice: Ss, um...goal.

Rebecca: Goal, okay.

Alice: To stay independent on my own as long asn.Now that has changed.
From being totally independent, to being indepehdeith assistance. So
I've conceded to that. I've conceded to that nofdecause it's needed.
So... (Alice, Interview 1)

Loss of independence highlights the paradox oflehge and hope. Participants draw

hope and a sense of belonging from their relatigssivith others and they are happy that

others are willing to enable their leisure expereswhen needed. However, they feel

threatened by having to ask for help and losing tiighly valued independence.

Struggling with demeaning images and expectations

In addition to loss of independence, the presumnptof other people regarding abilities
can threaten the identities of the participantsm&imes other people believe that Jack, Alice,
Charles, and Rita are incompetent and treat thetmoagih they have very few remaining

abilities. Alice tells me about a friend who tend$e patronizing when speaking with her:
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“And umm, she very seldom calls, but when she calslike, ...umm, talking to me as a
child, or I should this, or | should that” (Aliceterview 1).

Occasionally, family members and friends discouithgen from doing things, question
their abilities to look after themselves, and greastant reminders to their loved ones with
dementia. For example, Rita’s family reminds loetake her insulin after eating, even though
she has never forgotten it:

And um, it's pressure if you know you have to takeAnd you feel like a child

when somebody says “have you taken your insulif?”yeYou sort of feel like

well if 1 haven’t, um, you know I'll remember. Yodo have a few minutes to

take it after you eat, or, before. (Rita, Intervigy
These reminders and assumptions undermine Reéasesof identity as she is no longer seen
as a capable, independent person, but as someankasidementia, and therefore can no
longer look after herself. Rita also talks aboanting to go to the mall by herself but being
discouraged from doing so by her family:

...I have a daughter-in-law who will say, “If you wao go to the mall phone

me and I'll take you”, you know. And, and then Idhsaid to them... “I want to

get on that bus someday and go by myself, you knéwd get on the bus and

come back. And then I'll have more confidencedblit once, you know, on my

own.” But then they'll say, “No no, don’'t ever dbat, 'cause you could be

wandering somewhere” you know and, | think, “Oh veherould you wander if

you’re going to the mall?” But ah. In, in that cabey do. They don’t think that |

should go out on my own. And uh. But then. I'll tpy a walk by myself. And

things like that. (Rita, Interview 3)

Rita tells me a story about staying with her soth daughter-in-law, who would not allow her
to help out around the house which highlights hbgvgresumptions of others undercut her
capabilities:

| have a daughter-in-law who sort of says thinge liYou sit down mom” you

know and “I'll do this” and | stayed with her forday or two when my husband

was in the hospital and | would say “Let me do dishes” you know or “Let me
set the table”, and she’'d say “No no you just godswn.” And | find that an
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irritation because I'm thinking you're saying I'mohable anymore and those are
things that you can do, you know. (Rita, Intervigw

When others assume the participants are incapthiel@articipants begin to question their own
competence, and wonder if other people are righey question their own abilities and fear
that they may not be able to look after themselitgther undermining their identities as
independent people. Rita tells me about her hubbaasponse to her complaints that her
children are too overprotective:

... maybe as [my husband] said, he said they're, thayorried for you because,

they don’t want you to die. They don’t want you to leave them, you know and,

and ah, | said “But that’s not really good for, fau to be telling someone they're

not doing the right thing”, you know. Then you $tanrrying about it, you think

well maybe I'm not. And, and ah. You always drehé time, that's another

thought. (Rita, Interview 1)

Here, Rita begins to question herself and her allities simply because her children tell her
not to do certain activities. When she questiarséilf, her fear of the future grows, further
threatening her identity.

In some cases, other people threaten participat@stities by assuming their lives no
longer have meaning or purpose. They make assangatnat all abilities are depleted as soon
as one is diagnosed with memory loss: “I oft’ timesnder if they feel that we become...like a
nomad in a desert that still has no purpose inWweereas | think the leisure activities show
um, that we still have a lot to give” (Alice, Intgew 2).

The experience of having dementia denied or nomedlby others comes into play again
as participants struggle with demeaning imageseapéctations. Discounting the dementia
experience is demeaning and threatens the wayattieipants see themselves as people who

cope very well with memory loss. While this iswid as an indication that the participants

are indeed coping well with dementia, there i$ stime resentment about the lack of regard
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for the dementia experience. When the diagnosiienfentia is denied or normalized by
others, stigma regarding dementia is reinforcecdheklVothers assume that the participants
could not possibly have memory loss, they emphasizeety’s beliefs regarding dementia by
focusing on its demeaning and debilitating featundhile participants want to be seen as

competent and capable people, they do not wantotbealeny their experience with dementia.

Accepting overreactions of others

As a result of demeaning images and expectati@icpants experience overreactions
of others along with feelings of being overprotelct®©ther people worry about the participants
and unnecessarily check up on them to make suyeatieesafe: “Some of the ladies in the park
worry about me. They think that I'm going to haMeheimer’s and think | am really having
lots of troubles. And | haven’t have, but thephone to see if Jack’s okay” (Jack, Interview
1). The participants are still capable of manwydisi so this can be frustrating, as Rita points
out: “And, and then that, that really irritates ybecause you think, you know, I'm still an
adult, and I'm capable of taking care of myselfitéRInterview 1). Alice also addresses the
notion of overprotection, noting that her friendguld rather do things for her: “So, umm...but
they still would, will pref, prefer to go ahead athal it for me, or umm, take me by the hand
than allow me to ...to do it” (Alice, Interview 1).

Paradoxically, however, the participants recogoierreaction and subsequent
overprotection as a sign of love and concern, gnddt to let it bother them too much. | ask
Alice how it feels when her friends are overpratext She says: “Sometimes it's very
frustrating, even makes me angry. Umm...but, umdon’t want to say anything because
their intent is good” (Alice, Interview 1). | thexsk her why she thinks they act this way, and

she responds by saying: “They love me so much.. d?atris not knowing how, how to deal
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with it. But, most of it is because they love mensach” (Alice, Interview 1). It is because of
this love that participants are able to acceptmwgection: “And the ones that...were very,
umm...over protective, the one is still very overputive, but we, I've reached a happy

medium within myself with that” (Alice, Interview)1

Losing confidence

Loss of independence and the negative perspeafhabers combined with the changes
experienced cause participants to lack confidem¢eemselves. Loss of confidence is linked
to the struggle with demeaning images and expecistsince demeaning expectations lead to
hesitation to do things independently. Losing aierice is particularly paradoxical since
participants prefer to be viewed as independenpleeget the changes they are experiencing
jeopardize their self-confidence. For exampleaRibrries that she’ll get lost if she takes the
bus to the mall:

But | think you get to feel that uh, you're notsage of yourself. Like | could get

a bus right outside the door here, practically gando the mall, and get on the bus

and come home again, and they take you right tadtwe. But | think about it

every once in a while and | think “Well what if df miss the bus coming home

(laughs) or what'’s going to happen?” (Rita, Intewil)

She has also lost confidence in her ability to are@ meal for a dinner party. She wonders if
this is a result of memory loss:

And | don't feel capable anymore, because peopéel is come in and say “Boy

you're really a good cook” you know. I've, thaéd |, now you wouldn’t say that

you know. So, so you don't feel as sure of yodrs@ind maybe that's part of the

Alzheimer’s, that you lose that feeling of confidenyou know, in yourself. (Rita,

Interview 1)

Similarly, Alice sometimes feels like she does Ima¢e the confidence to go for a walk by

herself:
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And...I contribute that to just the path of the dssaecause my confidence isn’t

the same. Umm, like | would walk for hours by mfiseNow | notice I'm

reluctant to go on my own. Umm...I still do it, biin not as confident. (Alice,

Interview 1)

Jack questions his abilities more so now than be@are. He stops to think about whether or
not he is doing something properly, whereas befwealiagnosis he had a great deal of
confidence in himself:

...all of a sudden this little disease comes up and hm thinking, | have to take

second, maybe I'm not doing it right. And | wag sby on saying “Well this isn’t

what | would do in this situation” because | alwagsd to everybody else whether

it was kids that were playing hockey or whatevewats | knew what | was telling

them was the right thing that was supposed to Ippdrang, and now I'm sort of

thinking | may have to take a second chance tdafdeman do it right, before | tell

them how to do it. Before | never had that probkmall. (Jack, Interview 3)

This loss of confidence can result in feeling ilder Some participants feel badly about
themselves and experience a lowered self esteemeasilt of their changing abilities. The
changes they are going through could have a negatipact on how they view themselves.
Charles says of his own self worth:

| think that inferiority complex is more than itddfor the last number of years of

my life. | started to say | feel like a dummy wiagf to die. And | guess that’s not

too far off. Too far off from what I'm feeling.rfterview 1)

They know they are not the same as they had oreredoed can be critical of themselves for
this. Alice tells me “...I'm always very hard on rsglf, umm...no matter how well | do, |
want to do better. I'm my own worst critic...But ivgorse now with the disease...” (Alice,
Interview 1).

Different from the other participants, Rita findsrbelf suspicious of the intentions of her
friends and family:

Um, I'm inclined to think um, if, if, now | knowyist after | was diagnosed | know

that word got around to some of our friends ataherch and for a while there
like was a group of them, not a group but maybe awthree people would come
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up and say “How are you doing Rita?” you know, addw do you feel?” and I'd
get suspicious then that people think, you knowtwara you trying to tell me,
you know and ah, that kind of thing would bother, imgt then again you've gotta,
you've gotta say they really just are being kindl @ not that they’re nosy or
anything, but you just don’t want to be expressed wvay. So | guess that...kind
of thing would bother me. (Rita, Interview 3)

Rita does not want to be pitied, and she fearsdtiers are only being nice to her or spending
time with her because of her diagnosis. While thés/ not be true, her feelings that it might
be threaten her identity as a friend and as amargiperson who loves to socialize and engage
with others. She wants them to want to be withfbeher cheerful personality and friendship
and not because she has been diagnosed with damenti
Identity threats come from a variety of sourced enpact personal and social

identities. Participants feel different about tlsewes because of their changing abilities and
because of the way other people perceive themy @teesometimes prescribed a master status
of having dementia instead of being seen for wiey tieally are. Nonetheless, participants
find hope in their journeys by sustaining and ratirgy identities. Alice tells me that although
identity is indeed threatened, hope wins out thiholigr analogy of weeds as beautiful flowers:

...like T'll look at the wild daisies or the dandali® in a whole different

perspective. More for their beauty than for whatnh they may be creating to the

environment so to speak, but | see the, | tenceéotBe beauty in things that were

once considered...ugly, or a threat. They're no éwng threat. Like say the

weeds, they're not a threat to me, they're a beadtlgey are there for a reason.

Just as | may be considered a threat to societgusecl’'ve got memory loss and

I'll create problems. The weeds are thought toctesating problems, but really

they have their beauty too, so therefore in theney of memory loss and dementia

we have our beauty and our, and our sense of adistimgnt and our dignity as

well. So maybe that's why they mean so much maw hecause some people

consider we’re unfit and we're a weed. So...we'ré(eughs). They just have to
learn to accept us. (Alice, Interview 2)
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Upholding Identities

Despite threatening assaults to identity, pardictp uphold their identities by finding
ways to reaffirm them. The participants acknowketite experience of memory loss and its
impact on their lives, but they consider themsetedse the same people they were before
diagnosis. For example, Rita describes hersedbawone who has always been and will
continue to be “an ordinary person”. The partacifs are proud of their abilities to cope with
dementia in the ways that they do and they incateathis into their identities. The
participants want other people to know that theyehmany remaining abilities. When | ask
Jack what was important for others to know abont, fie says: “I think ...they have to
know...that...they can do stuff, | mean like, that | canstidff, and | do do stuff...” (Jack,
Interview 1). Essences of upholding identitiedude changing perspectivegaffirming self
through leisure, engaging in life through leisun@yving purpose, feeling a sense of

accomplishmentndcreating enduring memories.

Changing perspectives

Participants uphold identity by working to change hegative presumptions of others
regarding loss of abilities. They communicate vathers to inform them of their remaining
capacities in order to change perspectives. Famele, Rita changed her daughter-in-law’s
attitude toward her by explaining that it is stiiportant for her to contribute:

...and she, she said “But we don’t want you to havda things now, you should
be relaxing now”, and | said “No | shouldn’t.” hauld be doing things, and um, |
said “I think that | would be far better if you widyust treat me like | always did
and say sure you can do the dishes or let me do’th@u know and um, I think

that a lot of them is how to get it across to peapithout hurting their feelings....
So she changed she let me do the dishes aftehfau&he said “Well if you feel
like that you know, whatever’s going to make yoelfgood” you know. (Rita,

Interview 3)
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Some participants change perspectives by usingléhsure to demonstrate their
capacities and to demonstrate that their liveklsite purpose and meaning. For Alice in
particular, changing attitudes reinforces her peaband social identity as an advocate. As a
nurse she advocated on behalf of her patients awdshe advocates on behalf of persons
living with memory loss. Alice’s advocacy work hasanged the attitudes of her family and
friends:

Oh yeah. Um...occasionally, | say occasionally, pesay well they used to say

well, you know maybe you can’'t do that or maybe yam’t, or maybe this or

maybe that, and I'll say “Well, I'll buy it, I'll ty it, if | can’t do it, okay.” But

their expectations have changed and yes in thenbiegj, yes in the beginning

their expectations were end stage. So with tegchim learning, that's changing.

| still do have the odd person that feels like, gan still walk type thing. And

um, that's the older generation. That's the gamamnebefore me that tend to think

the end stage. Um, with teaching the um, our, repegation the younger

generation are seeing a more pro- are taking a proagtive approach rather than

saying “Okay now it's just over’. So the perspeetiis changing. (Alice,

Interview 3)

Although Alice’s identity is threatened by the lafsher job, she retains the valued role and
directs her efforts in a different direction, réisig threats to her identity as an advocate,
overriding the master status of dementia. Thraadjocacy, she is working to change societal
images and understandings of dementia.

Jack has similar experiences. He was always imbin his community, whether by
coaching youth sports or sitting on a board ofdoes, helping others has always been a key
part of Jack’s identity. Jack tells me how he nsakelifference in the lives of others living
with memory loss by encouraging them to engageeanmgful leisure:

I’'m one of the one’s that started going and it wdotvn when we were in [town]

more nobody was dancin’ at all and we’d sing sosgd do all that part that was

part of the exercise, your exercise and you hitbiélé or the um, balloons and you

go around and that’s your exercise, hit it to te&trperson and all that (laughs) so |

think that I've changed some of the things for bietter that, what people can still
do. | go to this one chap and he used to play drima parade and then he got
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Alzheimer’s. And then he didn’t do anything anddien’t do so | got out and got
the drums out so now every time he’s there he'&ifgpfor the drums to play...
(Jack, Interview 4)

Jack takes advantage of social leisure opportueritig¢ell others about dementia. It makes him

feel useful to be able to share his experiencesand the journey for other people:

| feel that it probably helps you and | know it p&lme, make a, make a good,
makes me feel not important but useful for otherpbe who are having the trouble
of it and how they react and um, | was out to a,aaketiree’s thing out last night
and | was, like they know | have Alzheimer’'s, amere was a whole bunch of
people. There must have been about 150 people,thrd this one would come
over and say how am | doing, and | tell them “Weidlon’t see any big changes
right” and it sort of makes me feel good becauseesof them have their mothers
and their fathers or something are having Alzheisnand a lot of people don'’t

really...want to know about it you know... (Jack, Iniew 3)

Jack intends to continue to help others with deraenten after death as he has plans to donate

his brain to science to further biomedical researcllementia. This is just one more way that

persons with dementia feel they can make a cortioibbu

...like we thought about, thinking about things like like to give my body
to some doctors, science yeah, or make sure thiethgdrain to see if they
can find something about Alzheimer's because youw'td&now what
Alzheimer’s are until after, you have to wait urttiey cut you up and find
out. I'd like to do that for somebody. (Jackeiniew 1)

Despite their efforts, participants are not alwalgke to change attitudes. Sometimes

other people are unwilling to change their opiradrout what it means to live with memory

loss:

And so then of course, | wanted to be an advoeseecially for the medical, but
they don’'t want to hear it. They don’t want to... “Qkah, there’s days | forget
too”, is the most common. They just sort of puobrt the shelf, and don't really
want to ...umm...I think understand how to deal withr patients better and in a
more kinder way, more understanding way. (Alicégiview 1)
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Participants can feel frustrated when they areggmst people who do not want to change
their perspectives. Nonetheless, the participantsis study value playing a role in changing

the images of dementia so others will not haveuttesin the ways that they have.

Reaffirming self through leisure

In addition to changing perspectives, participamisold their identities in the face of
threatening assaults by reaffirming themselvesujindeisure. They emphasize identities
beyond memory loss by demonstrating to both selfahers that they are still the same
people that they were prior to being diagnosed démentia. This occurs in two ways:

sustaining valued aspects of setidemphasizing abilities.

Sustaining valued aspects of self

The participants view themselves as the same péogyewere before diagnosis despite
the challenges of memory loss and threats to itlentity. They act out their identities for self
and others to demonstrate this. Rita tells me $losvis still the same person, incorporating her
trademark sense of humour when she does so: ‘lits ot an easy thing to deal with, but,
but then, it is if you just think I'm just as, I'jast like | always was, you know. That’'s how |
feel about it. Except | can’'t remember my husbamdime all the time (laughs)” (Rita,
Interview 1). Participants wish to be treatedremigh they are the same people that they
always were and want to be included in daily atigei Rita told her daughter-in-law who
would not let her help out when she was staying) Wer: “I said ‘I just want to be a part of it
you know, you feel like a guest when you're sittinghe other room’ (Rita, Interview 3).
Leisure is a space where they can be themselvepgeldse changes they are experiencing.
Through leisure, they enact many of their previaiges and although these roles may be

altered in some way, they remain meaningful forghasdicipants.
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Participants maintain valued aspects of identitthensame ways as they did prior to
having memory loss. They describe themselvesdadnaertain characteristics and these
characteristics continue on despite the changés. identifies herself as being “a cut-up”, and
values her role of bringing humour to other peaple/es. She maintains her sense of humour
despite the diagnosis, reinforcing her belief irské as a person who is fun to be around: “She
talked about that she has not changed much siagaaiis — she still feels like herself. She
said ‘I was always kind of a cut-up and that hashdanged’ (Rita, participant observation
field notes, games). All of the participants vilvemselves as being good friends to others.
This role is apparent in the way participants supaod are supported by their friends and
enjoy spending time with them. When | ask Alice wher photo of her friend at Tim Hortons
says about herself (see Photo 12), she responds:

...One who enjoys being with people. Um, caring ahdring, um...as you can

tell by that photo, I'm very happy so obviously, Uit's a very positive experience

to be with, with, with people. I've always beem@ople person so | think this is

when you’ll see me smile the most. When I'm withers. (Alice, Interview 2)

Some family roles also play out in the same waita,R grandmother, continues to take
this role very seriously. It is sustained in leesas she spends time playing with her
granddaughter. | ask Rita about the photo of hdrher granddaughter and what it says about
her (see Photo 16). She tells me:

A Grandmother (laughs) and, I, | guess that’'s uhat'shwhat it is, | ah... like

with, dealing with Alzheimer’s, I, | think | am, miyusband says this too, he says

“You're trying so hard all the time to make surauyaan be funny with her, and uh,

and play with her, and get down on the floor wiét"hand, he says “You're trying

so much to stay so that you and her are close”kyow, and, and it's true. | guess

| do, you know. (Rita, Interview 2)

In this way, she projects her own identity as aagraother and rejects a master status of

dementia. With her actions — getting down on therfwith her granddaughter to play and

188



acting in ways she did with all of her grandchildr&ita expresses her valued aspects of
herself in the same way she always did, which hie§pdo feel like herself, not just a person
with memory loss.

The participants identify a variety of roles tha¢y have maintained, including being a
mother (Alice), being a nature lover (Alice), bepplgysically active and fit (Jack), being a poet
(Rita), being adventurous (Rita), being a readéafes), and being independent (Alice). For
example, Jack plays out the valued role of physicavity in the same way he did prior to
diagnosis as well. Jack included some photosrasaif preparing for his first golf game of
the season to demonstrate the importance of gokind physical activity in general, to his
identity (see photos 21 and 22). Golfing is a tiexgt activity for Jack:

... I think I must of played and uh...200 uh...two hundred.nine hole at least.

And some of them were just the 18 hole. And uh...tnd is when my wife

brought me to move from our house over to the golfrse. And uh...and then |

went out and played. (Jack, Interview 2)
| ask Jack more about the photo:

Rebecca: So what does golfing say about you assamp2

Jack: That I'm being, being uh, very active....Vecyiee...

Rebecca: Is that important for your identity?

Jack: And itis, yes itis. (Jack, Interview 2)

Participants resist both threats to their iderditg the ascribed status of having dementia by

finding ways to sustain valued aspects of themsedwel acting out roles that are particularly

meaningful to their identity in the same way thayt always did.
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Photo 21: Jack prepares for golf Photo 22: Jack and his golf clubs

As a result of the numerous challenges that thicgzants face, not all roles can be
maintained in the same way. Other roles that aanimgful to the participants’ identities both
before and after diagnosis of dementia play oumew ways. Alice, a former nurse who
nurtured and advocated on behalf of her patientstjrtues these roles in new ways in her
leisure time. Instead of nurturing her patienite takes care of her cat and her plants. Alice
took a photo of her cat and explains the meaniaglttar cat has for her in helping her maintain
the caring roles she finds meaningful (see phojo 23

And when 1 first got her she was extremely timithe sdidn’t know how to

play...And she had been very very sick, so it hasriak long time to create that
trusting bond. Which having been a caregiver isnewgre important to me
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because I'm still doing that caring and that givingo it meets a lot of needs for
me. (Alice, Interview)

Photo 23: Alice’s cat

Alice also decided to start feeding birds on hécdray when she moved from her house
to her apartment, an activity which allows her tmtare and gives her purpose, as she says
when she describes her photo of the birds (seedt

But no that is brand new and that is somethingdidi to do because of the

journey of memory loss that | thought being closenature and being giving was

only going to help myself feel good and have a psep (Alice, Interview 2)
In addition to caring for the birds and her caticAltalks about the tasks associated with

nurturing her plants (see photo 24):

So um, and actually you have to really remembavdter it, remember to fertilize
it so there’s a lot of things, um, that you haveamember to do to keep the plants
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going, and | don’t have anyone else to do it soréasponsible, | have to keep my
plants alive if | want them. (Alice, Interview 2)

Photo 24: Alice’s plants

Looking after the plants is her responsibility aand so she must rely on herself to undergo a
series of steps required in providing care. Wittile helps her to play out the same role in a
new way, it is also a way of exercising her braid af accomplishing something particularly
meaningful.

Alice also continues her role as an advocate wbegan for her as a nurse. Now she
turns her advocating efforts to herself and otlespns living with memory loss:

Always, umm...no matter what stage I'm at, I'm hopincan...allay...fear in the

everyday person. Umm, ...and allay the fear in pedpd have been newly

diagnosed, that, like any disease process, it'soups to make the best of the

journey, best, you know, the best. Do the bestarewith what we've got. So,
I'll always be an advocate. (Alice, Interview 1)

192



Alice’s photo of her cat represents her successmasglvocate on behalf of people with memory
loss since she was able to change the minds gfebple at the SPCA regarding the abilities of
persons living with memory loss (see Photo 23sK Alice if she believes her actions will
change the way people with memory loss are perdeive

I’'m hoping it will. Now since then, I've heard afsenior who was declined a dog

because of her age. So I'm hoping that they’ll geeple with memory loss as still

capable. So there’s another place, | guess whedlly look at it, | did advocate for
people with memory loss. And we won. And we wkaug@hs). With the support

of others. (Alice, Interview 2)

In this way, she is able to experience lifelongsahat she continues to value, albeit in new
ways, directing her efforts in different directionkile garnering the same benefits.

Jack also finds new ways to play out his identiys previously discussed, Jack was
formerly a competitive sailor, but can no longaf safely, so he turns his competitive nature
towards himself. Instead of trying to beat othéesiries to best himself. Golfing allows him
to be to do so: “...it's very competitive, but it isnompetitive because you’re really only
fighting with yourself. (Jack, Interview 2) (seeqbbs 21 and 22). Jack is able to use leisure
activities to maintain his competitive nature. g leisure to find new ways to perform
values that are central to one’s identity, theip@dnts are able to resist social and
pathological threats to identity.

In addition to demonstrating valued aspects oftitlgrieisure provides a space for
participants to reaffirm their identities beyoneithdiagnosis of dementia for themselves. It
reminds them that they are not just people with orgrfoss, but many other things as well.
Alice speaks about leisure’s role in reaffirming feentity beyond memory loss, noting that it

gives her a sense of individuality and self worth:

Um...because it does two things, physically, it gees on the move. And um,
psychologically, it ah, gives me a new perspectven if | change a little bit in
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one day or do a bit of a project one day, or resathething, it's given me hope
and dignity that | am still an individual. And I'still worthy. (Alice, Interview 3)

Alice included a photo of a jigsaw puzzle that sl working on over the course of our
interviews. Puzzles are an important means ofogsiag her brain, but more importantly, the
photo reminds Alice of her self-motivation and ktto-itiveness. For her, the photo of the
puzzle represents her persistence, her adaptabititypersonal growth along her memory loss

journey (see Photo 25):

That | have patience, persistence, drive...abilitgdfust to what the journey’s
doing to me at that particular moment. Um, adaptiseeing beauty in it. And it
also indicates, even though you're living alonerés a lot you can do. With self

motivation. | think that's one thing it shows, pistence, self motivation. (Alice,
Interview 2)

Alice refuses to give up activities or give up ardelf when she struggles. She keeps
trying with the hope that she may one day succé&tk tells me about playing computer
games despite the fact that she often cannot coengble current level:

Now I'm not even able to accomplish the first lew&hd, I'm working on that for

weeks, it seems like about three months, but rdably only about six weeks. But

| haven’t been able to zip through that one. Bkeép trying, ‘cause one of these
days | might. (Alice, Interview 1)
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Photo 25: Alice persists with a daaging jigsaw puzzle
Alice’s walks in her community further reaffirm hielentity by reminding her that she is
indeed a member of her community, not necessdrdyed aside because she has memory
loss. Her photos (see Photo 26 and Photo 27)rofakking route remind her that her small
community is a safe place for her to engage witleist and remain active:

And you go downtown and what'’s really nice is therdways someone to talk to.
You say hello and a conversation ensues. It'sgosizing what you find out...And

then I'll sometimes go down the street and meeplgethat are visiting and want to
know where something is. | don’t think, there’sweeldom a time | go downtown
and meet somebody that is new and just...yeah. Awedday | was coming home
with some birdfeed, | was coming through [the pakf a gentleman said ‘yeah
you feed birds too’ and we got talking about thédwurkeys where he lives. So
you just, you never know. And that's one advantége | find | have in the small

town. (Alice, Interview 2)
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Photo 28lice’s community

Photo 27: Ali€ community
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The families and friends of the participants alsaffirm identities. Rita tells me how her
family treats her as though nothing has changedfimming her identity as part of the family:

Um...it's good to keep the connection with them, liseaah, one thing | really

appreciate about my family is that they uh, theyeme we never talk about

Alzheimer’s or anything, you know. And uh, and inththat’s very healthy for, for

people, like | think you should let them bring iitdhemselves if they want to. But

| think that you can, there’s a lot of people wheat gtuck in it, you know, and think

poor me. You know, and the future doesn’t lookngood, and everything, where,

when it does, you know, there’s you can go on viar a long time, as long as

you keep your spirits up and you're, you’re okaythwit, you know. (Rita,

Interview 2)
Spending time engaging with family in leisure aiti®s provides a space for participants to
have their identities reaffirmed by their loved snélowever, this is particularly paradoxical
for Rita, since she also experiences overproteetrwhnegative presumptions about her
remaining abilities from her family. Although thepdermine her identity, they also reinforce
it by respecting her decision not to dwell on hgvieen diagnosed with dementia.

Alice’s family reaffirms her identity in the wayely treat her with dignity and respect,
encouraging her independence:

Even if it's going to the store “Well mom, we're igg to the store, is there

anything you would like or would you like to go&nd then we adapt it to whether

| feel | can go, or not, and...they’ll come by andkpup the money or whatever

and they’ll go and get the groceries on a bad dayhey’ll go and they’ll guide

me. (Alice, Interview 3)

Alice included a photo of her granddaughter, wiagimbolizes Alice’s new role of being
a grandmother (see Photo 28). While this is a idewtity role for Alice since being
diagnosed, it emphasizes her identity outside ohorg loss as one who plays an important
role in her family. The new role of grandparemhieds Alice to keep fighting dementia: “This

is the grandbaby, number one (smiles broadly).sk#is just...giving me another purpose to

keep trying” (Alice, Interview 2). Although Aliceometimes questions her abilities to help
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look after her grandchildren, her family suppors im this endeavor, reminding her that she is
indeed very capable:
... said to [my son], | said “Well there was a dakien | could really help you
with [granddaughter] and what to expect”, | saild,|6t of that I've forgotten”. He

said, “Don’t under estimate yourself mom. Thewstil§ a lot in there that you don’t
realize you have.” (Alice, Interview 3)

Photo 28: Alice and lgganddaughter

Reaffirming self beyond identity also occurs ougstd family relationships. Charles
reaffirmed his own identity when he created a negdhox to hold a book so that he can read in
his easy chair (see photo 29). The box is padrumeaningful to Charles because it
represents his identity as a person who workslie@duos problems:

Oh I've always been one to figure out how to copth\a problem, and to me it

was a problem that disturbed me and I, what cao?l dVell, we, okay, I've got

the answer. We made our own, built up that thinth 8tyrofoam so it's very

light. (Charles Interview 2)

Leisure is a space for the participants to be tledras despite the threats to identity that

experience. Itis through leisure that particigaare able to act out familiar and valued roles,
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whether in the same ways they always did or in wawys. Participants assert their identities

beyond memory loss, resisting stereotypes and gagms of memory loss.

Photo 29 — Charles created a stand to help him read

Emphasizing abilities

In addition to sustaining valued aspects of saffipipants reaffirm self by emphasizing
abilities. Participants focus on the positive aspef their lives, and, in turn, celebrate their
remaining capacities in order to tackle life witemmory loss for themselves. Doing so helps
them to manage the changes that they face. Howey@mphasizing abilities through leisure,
participants resist threatening assaults to ideatid accentuate capacity by pointing out all
the things thegando, resisting the threat of presumptions of oth&tst only is focusing on
the positive important for tackling life with menydoss, it is vital for sustaining identities.
Leisure becomes an important space for participandemonstrate capacities that they can no

longer perform in work roles. | ask Alice whetlparticipation in leisure changes the way
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other people see her, and she believes that it logbose that don’t have the disease see it as
an amazing that um, I'm able to domething (Alice, Interview 2).

For Alice, emphasizing abilities contributes to ltamntity as an advocate as she uses her
leisure to demonstrate her capacities, which in @lnranges perspectives:

...1 think the leisure activities show um, that wil siave a lot to give. Or even if

um, I'm doing my crocheting or whatever, and thasdibited, or | show friends

what I've done. It's amazing. You know, espegiallhen it comes to something

I've never done before. So | think in that aspi#st sort of like an advocacy.

(Alice, Interview 2)

The participants had to teach me about their ovguie activities so | could participate
with them, and in doing so, they demonstrated tblalls. Jack emphasized his abilities by
teaching me how to putt: “Jack commented on thedmdy a couple feet after he hit it and was
able to predict whether his hit was too weak ortiaad, or too far either left or right of the
hole. He would then compensate for the next sw{dgtk, participant observation field notes,
putting).

Charles and I discuss how his leisure helps himahstrate his continued abilities in
our third interview. As a result of positive feealk from others, Charles is motivated to
continue to engage in meaningful leisure, which destrates to others that he copes well, an
important aspect of Charles’ identity:

Charles: The very fact that people affirm me, whatable to do in leisure, makes

me want to continue and it, it...I guess I think ofgelf as being a person
who can be identified as someone who can cope wagtewith change.
It feels good to have them say “I didn’t know yoadhit” or it's hard to,

hard to see.

Rebecca: Okay, so by staying involved with the dhirthat you do, that helps
people to see that you're a person who copes wllahange?

Charles: Mmhm.

Rebecca: Is that right?
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Charles: Yes. Same exactly. (Charles, Intervigw 3

Participants want to show others that they arkistlependent, self-determined
individuals, resisting the notion that they canlamger take care of themselves. While Alice
once got angry with friends who were overprotectind reluctant to allow her to try new
things, she now asks to try new things to show thehshe is able to complete the task:
“Umm...I used to get very angry with them, say ‘Olveremind’. You know, and just, ‘Just
leave me alone.” Now, it's where |, I've learnéat ‘Yes, | can do that, or yes, that’s okay.
But, would allow, would you let me try this?™” (Ale, Interview 1).

While Jack has lost some independence, he hasdlisure so he can be independent
in a new way. Golfing at the golf course next i®retirement community affords him some of
the independence lost when he lost his licenselaokl included two photos of himself getting
ready to golf (see Photo 21 and Photo 22). | ask why golfing was important for him:

Last year it was really important, because it wWasitawas something | could go,

like I was telling before, | only walked from my ige over the, the golf, golf ah,

place, and that means that [my wife] doesn’'t havedame and pick me up and go,

and everything. (Jack, Interview 2)

Being able to golf independently by going to a ecament golf course allows Jack to play out
the valued leisure role of golfer. He emphasizesdmaining abilities by showing others that
he is indeed still capable to do things on his own.

Rita takes a slightly different approach to emphagi abilities to uphold her identities.
Rita avoids openness about her diagnosis so thatowvill focus on her capacities and not
make assumptions about her abilities. She tellshaiealthough her family is supportive, she

does not want friends and acquaintances to knowtdi®y diagnosis so they think that she is

the same as she always has been:

201



| would rather people didn’t know that | had Alztm&r's you know, and um, but

it's not a big thing with me, because my familytj@ecepted it and they don’t

think I'm any different than | was before and sgel a lot of encouragement from

them with it. But there are times you hope thahebody doesn’t notice anything

different about you, you know. But | haven't rurid that really that people have

said oh you're not like you were before. (Ritaghview 4)
Rita hides her diagnosis in order to resist threadadentities — if people do not know she has
memory loss, they cannot threaten her identity.

Participants demonstrate their capacity, countergthe belief that they are purposeless
or unable to do things. They find ways to contitmeerform tasks or activities, and are thus

able to demonstrate capacity, overriding the madttus of dementia.

Engaging with life through leisure

In addition to demonstrating self through leisygasticipants uphold identities by
engaging with life through leisure. Although therticipants encounter challenges in their
leisure, they largely view it as a positive aspddheir lives. It plays a vital role in sustaigin
their feelings of hope as they use leisure to pra@nd demonstrate their identities. Jack,
Charles, Alice, and Rita continue to be interesteahd connected with life. They seek out
novel activities and familiar leisure pursuits astinued opportunities for growth and
development. Jack talks about the wide rangetofiges he is involved in, and how they
make him feel connected to the world around hifrhelever feels uncertain about what to do
with his time, leisure can fill the void:

And then all of a sudden something comes up andkyaw | go, in this place

where we are, on Monday we play crokinole at oredook. On Tuesday we play

um...carpet bowling. On Wednesdays we have stretath la@ance.it's a
wonderful thing because everyday I've got somethiogn do. (Jack, Interview 1)
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Essences of engaging in life through leisure inek&lzing opportunitiesustaining social
personagappreciating the simple things in lifeavingfun and enjoymentenewal, filling

time andclaiming space

Seizing opportunities

Participants take advantage of new opportunitias¢bme their way since being
diagnosed with dementia. Two of them have stamtad activities that provide new interests
and goals. Alice started to play computer ganmesg]ing fiction, and feeding the birds. She
tells me how reading has opened a new door fo(deer photo 30):

I've never been a reader but it's given me a netgreston, and it's a new extension

of leisure that | can take the book with me if l&ha doctor’s office, if I'm going to

visit someone, | can take it with me. Um, it'stjupened another whole field.

(Alice, Interview 2)
Jack has also started new activities, includingiaae (see photo 31), carpet bowling, and
bocce ball, since being diagnosed with dementiachwprovides him with ways of combining
physical and mental activity, activities he hasals/valued.

Alice notes that it is important to take advantafepportunities, even when she feels
too tired or lacks motivation to get involved imslare activities. The photo of herself and her
friend having coffee reminds her of the importante&king advantage of what opportunities

come her way (see Photo 12): “So this photo idyasaynificant of how important it is to go

and not say no go” (Alice, Interview 2).
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Photo 30: Alice reading

Photo 31: Jack has started to play crokinole
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Participants seize opportunities for learning aniding skills, which enables them to
participate in daily life, both with family and émds, and on one’s own. Alice learned how to
use a computer after she was diagnosed with deanamdi is able to maintain contact with
friends and family through email as well as do ¢@nmittee work. Alice took a photo of her
computer to emphasize the importance of this nelvisker life (see Photo 8):

Um, I'd used a computer a little bit at work, we revgust starting to get into

them...but when | got sick, surprisingly, my niecedamy eldest son, and my

friend’s son all got together and decided thatauid be so great for me to have a

computer to learn how to email because | was irewiv the committee...and just

general, keeping in touch, communication. And &sbancing scal - skills, and lo
and behold, my eldest son was so supportive intkasit really shocked me but

the three of them got together and we got a usedtarpa used hard drive, a used

keyboard, and all different types, and they all gmgether and got it working.

(Alice, Interview 2)

Alice also works to build her skills when doing ples (see Photo 25). Although she finds
puzzles difficult, she breaks each puzzle down smballer sections to complete it:

And | did finish that one. That was where | hadjtoback down to number, to 500

pieces and work my way up again...And | finishednitl dhe pieces were all there.

And it got easier um...as | figured out a strateggldocertain items in the puzzle.

Like the bright items, and then slowly all the ldueame together. So once |

picked one colour, then as | progressed it seemegeétteasier. (Alice, Interview 2)

She believes that this technique allows her taddudr skills and she will be able to try a more
difficult puzzle: “I knew if | completed 500 piecé&swould only um, enhance my, it would
only encourage me to try the 750 and then the grmiagain” (Alice, Interview 2).
Participants also seize opportunities by learfiam others, particularly younger
family members. Rita talks about leisure in teohshared learning with her granddaughter.
They learn from each other as they interact irukeisctivities:
...I think when | think about her we play cards téget and, and um, we draw

things and stuff like this you know, and she teaame a lot (laughs). | think I'm
teaching her something...because she’s always goeteomy on her mind that
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she wants to do you know, and, and so that's goduat keeps her, us thinking,
yeah and keeps us bugRita, Interview 2)

Alice similarly experiences mutual learning withr lyeung niece and nephew:
| do it with my niece and nephew...they help me le#ts sort of a reversal. And
um, actually | cherish it. | don’t see it as aatdge. | see it as them understanding
what the disease will do because just theyll coabeng and help me with
something and it's not condescending or anythiA@icg, Interview 4)

Engaging in leisure with grandchildren and othaung relatives provides a mutual learning
experience in which participants teach about thpeagnce of dementia. It is a space where
they can experience acceptance and gain knowledgethe younger generation, helping
them to feel part of the world around them.

By seizing new opportunities, participants are ableemain actively engaged in their

lives through leisure. In trying new things andlding new skill sets, they resist the

assumptions that they should not try new things.

Sustaining social personae

In addition to seizing opportunities, participaatggage in life by using leisure to sustain
social personae. They find ways to sustain rdlasrequire support and interaction with
others, what Sabat (2001) refers to as Self 3f 3Jmlay be at greatest risk since social
personae require support and interaction from sth&arlier, | discussed how living in
relationships helps the participants to tacklewfth memory loss, including challenges in
their leisure. Being together helps to instillemse of belonging. However, being with others
is also vital to actively engaging in life and ey key part in terms of upholding identity,
particularly social personae. Leisure is a waggdend time with family and friends and have
an active social life. It helps the participariddel like they are still a valued part of their

social groups and can contribute to relationshibgenenjoying the company of others. Jack
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says being with family is the most important thtodghim right now:*Central to my life right
now? Uh...I think...probably, my life is my life is poably central to my life, my family is
very important to me” (Jack, Interview 1). Heracld indicates the importance of having
family relationship roles. By sharing their leisdime with other people, participants have
fun, catch up with others, and meet new peopléa &id | spent much of our leisure time
together socializing. After our walk around thedd we chatted about a wide variety of
things:

We sat down in [the living room] and chatted fowhile. We talked about the

economic problems with so many factories closingyrd@nd moving south, we

talked about the price of gas, and the Democragadership race in the US. She
asked what | thought of Obama, and she told medimatthinks he is very smart,

and she really likes him. | said yes, | thoughtskemed like he would be a good

leader. She commented about his comments regandirigng together instead of

bringing each other down. She thought Hillary doldarn something from him.

(Rita, participant observation field notes, walking
In this conversation with Rita, | learned that sbatinues to be interested in the world around
her. Instead of disengaging from social and malitissues, she socializes with others to share
her opinions on current events.

Charles and his wife spend time with friends byjrlg games, and Charles included a
photo of playing games with friends to demonstthie (see Photo 13). He tells me what the
photo represents for him: “um...socializing. Untis fun (laughs). And it's also, yeah, it's
something, yeah socializing, spending time witbrfds” (Charles, Interview 2). Similarly,
Jack included a photo of himself eating out wiikbrids to demonstrate the value he places on
spending time with friends (see Photo 32):

This is ah, we go out a lot for lunch with our fris...we go from restaurant to

restaurant. Not necessarily in any particular oharg particular time. So that's

just a picture of us ...when we were having a...luneith this other couple.
Because we do go out quite often, really quiteroftdack, Interview 2)
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Photo 32: Jack has lunclaaestaurant with friends
Rita engages with life in part through her clodatrenship with her six year old
granddaughter. This relationship is particuladyued for Rita and her husband, who enjoy
sharing their lives with their granddaughter:
Uh...I think my relationship with this little girl foours...um, is a key thing,
because, um. We spend a lot of time with her. Amel ®mes over and stays over
night and, um. She’s really done a lot for me, beeashe’s a very bright kid too...
So she’s kind of a central part of our life. Ancestalls everyday. And we tell
stories over the phone. And she’s just a real gBita, Interview 1)
Rita also engages through life when spending tintie er children:
Uh, or we’ll drive like, my daughter lives in [towrand we often go down
there..on the Sunday or something, and go out for dinzed,.. yeah, no we, we
have a good connection. I'd miss that if it, ifMasn’t like that, I, | you know, you
talk to some people who say their kids are so Itigy haven’t got time for them.
But that doesn’t seem to happen to us... (Rita, Weer 2)
Through these relationships, Rita is supportedagipg out her social roles of being a mother

and a grandmother. Not only do relationships stpmarticipants to engage in leisure and

other meaningful activities, being with others iway of maintaining active engagement with
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life and provides a space for participants to attfamiliar and new social roles. This, in turn,

allows participants to resist roles that are agdiwhen one is diagnosed with dementia.
Appreciating the simple things in life
In addition to sustaining social personae, pariotp engage with life by appreciating the
simple things. Facing a great deal of loss, amel/grg those losses, allows participants to be
aware of and appreciate the aspects of life tleataaningful for them:
But it's not all a bed of roses. There are thoserddays too. And those down
days are very intricate part of the disease prodrgsthey have to be, you have to
allow yourself to have them, for me personally,llbw myself to have them
because then | appreciate the good times moreqAlnterview 2)
Simple pleasures are enjoyed more so than theg prer to the dementia diagnosis. Alice
took a photo of her plants partly to demonstrate Bbe appreciates simpler things in her life
now (see Photo 24). She explains how she findgtheahere she might not have noticed it
before:
| think now since the memory loss | appreciate dbing like this even more.
The little things mean more and are much more Bugmt. Because when your,
when you don’t have a problem with your memory yake things for granted and
now every little thing, like even the weeds looktfty... (Alice, Interview 2)
Jack and Charles also find they enjoy and appeetiat natural environment a great deal.
Appreciating small things can refer to the actstbiers as well. Rita not only
appreciates a sunset or a good movie, she apmeamitations to go out more now than ever
before:
Um, | know if a friend calls and says would youelito go to the show, or would
you like to do something, | just jump to anythimgtts outside of here you know
(laughs). Not that | feel tied in here but it’'s uimis kind of a tie down with him
being not well and um, | don't like to leave hinottong, but he is coming along
very good. It's just you have to get out and seeeiopeople and go other places

every once in a while. Um, | guess in that sende.| | do enjoy a sunset, | do
enjoy things like that very much, or a good moaed um, um, things along that
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line. Yeah | would say that way. | would ratheatah a funny movie than a
serious one you know. (Rita, Interview 4)

Participants use their leisure time to appreciaesimple aspects of the world around them.

As such, they find a great deal of pleasure irrtiheds despite the challenges they face.

Having fun and enjoyment

In addition to being a space to appreciate thelginiyings in life, leisure provides a
space for participants to have fun and enjoy thérase The participants describe their leisure
as fun, regardless of the other benefits of theivies. As a result of his variety of leisure
activities, Jack really enjoys his life despite imgvmemory loss:

And um...I'm very fortunate. | don’t know if you ev&new that, my wife tells me

| have the life of Riley. Because Riley used teéhaverything, you know like in

the old days, it was always the life of Riley ahdtts what I'm doing now. I'm just

enjoying it. Doing well, really. (Jack, Interviely

Alice included a photo of her friend playing Yalezand looking at the photo reminds
her of having fun (see Photo 19):

| tend to lose a lot in Yahtzee, but we laugh a lotits just fun. It's not whether

you win or lose, it's doing something together. dAshe enjoyed it because she

hadn’t done it in a long long time and | hadn’t dah for a while, so it, it just

enhanced, um, having fun. (Alice, Interview 2)

Previously, Alice spoke of the value of Yahtzeedwercising her brain, but here she tells us
that it is more than that — it is a pleasurable teagpend time. Charles spends a great deal of
his time reading because it is enjoyable. He apates the sense of enjoyment that leisure
has:

| allow myself to do the things that | enjoy doimgthout feeling guilty about it in

any way. Um, the reading is a good illustratiorthaft, spending as much time as |

do and also having the mechanism to make it coatlftet and yeah, in those days |

can continue to enjoy what | was doing before, aathetimes some new ways,
leisure. (Charles, Interview 4)
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Leisure activities can bring excitement to theies as well as enjoyment. Rita went to
see a concert of her favourite singer, and she @#l how excited she was to be there and how
much she enjoyed it:

| love to go out, | love to, to, like | said thisimg with Anne Murray was a real

highlight for me it was great, and ah my daughted $0 me the other day...she

says dad was in to the office to talk to them, teejst down the road and she says
your mother was just like a little kid going in the(laughs). She was bouncing
around there, she keep hitting me on the arm (lslughAnd ah, | was really excited

that night, and those kind of things are great, #md that's a leisure thing, you

know, you are just sitting there and it's reallgeni (Rita, Interview 3)

Participants describe themselves as being fundpvireisure is a space for them to act out this
role, reaffirming aspects of self that are valu¥dhen | ask Charles what playing games says
about his identity, he responds by saying: “yeah,lbving” (Charles, Interview 2) (see Photo
13). Similarly, Jack has always enjoyed life andtues to do so even now. Leisure helps
him to do this: “So | haducha good life. And | don’t want to lose it. Andatfs why | want

to stay in leisure and enjoying my life” (Jack,dntiew 3).

Participants describe their time as going by verngkly when they are engaging in
leisure: “It makes the days fly by” (Charles, Iniewv 3). Rita talks about how quickly time
goes by when she is playing with her granddaudlktsr Photo 16):

It seems to go quite quickly. Yeah. She’s a vergybilittle girl, she’s always got

something new to, to do or to work with, and. Ard it, it seems like you're with

her for a little while and then the times gone, ymow, because uh, she’s always

keeping you thinking about something, or, doing stirimg, or reading a book, and

stuff like this you know. (Rita, Interview 2)

However, low energy levels can end a leisure d@gtsausing time to slow down: “The
time goes quickly, but the fatigue sets in so wevkiit's time to move on” (Alice, Interview

2). As aresult of draining energy, participardsmot participate in leisure as much as they

once did. When one feels good and engaged in mgfahieisure, time goes by quickly, but
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when challenges become too great in leisure, tiovessdown, participants become tired, and
they must leave the activity behind for a while.

Leisure’s inherent sense of fun helps participémtas on the enjoyable aspects of their
lives instead of dwelling on the losses and threatdentity that they experience. It reinforces

their views of themselves as fun-loving people Wwke to have a good time and enjoy life.

Renewal

In addition to having fun, leisure is a time fonesval. Leisure is associated with
freedom, which is relaxing: “That gives you thaddom to relax. It's almost like a freedom
to be carefree” (Alice, Interview 3). Leisure aafieve stress through a change in
environment or activity. Alice tells me how leisuran give her a new sense of energy:

So, but, so the leisure, if I'm having a bad daywhat they call my work, then if |

do something that's leisurely, like take a walk do start something totally

different that will bring me back to a point of &wm beginning...Or it's like, |

guess, the only thing | can compare it to is likém studying really hard for an
exam, it's like walking away and having a break anching back. That would be

the best way to describe it. (Alice, Interview 3)

Alice provides an example of how taking a break angaging in a leisure activity can help
refocus on a task:

Um, let's see, now oftimes if I'm feeling down ahdo for a walk then | come

back and approach my daily activities like maybe, licause I'm trying to get

ready for a garage sale and downsize, I'll picksarhething to sort of okay, which
box does that go into? And it's a long drawn orgcess because of the memory
loss now, but getting away from something and cgnback, it, there again, the

word refreshes, so and it's also intermingled. ¢dliinterview 3)

Participants often feel relaxed and most comfoeattien engaging in their favourite leisure
pursuits. Since fatigue sets in more quickly nparticipants engage in a restful or passive

leisure activity instead of constantly being activlack will take a break and watch golf on

television when he gets tired in order to relaxut®or leisure, for leisure stuff, like | take it
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easy now too. | take off, like if, like Mike Was playing golf today, so | lay down on the
couch and splay back, watch and relax” (Jack, \rg@r 3). Using leisure for resting helps
participants to continue to engage in other aagisisuch as housework or other chores. It
allows them to recoup some of the energy thatssde a result of memory loss and allows
them to engage in other meaningful leisure. Leidbat is aimed at renewal is important for

maintaining active engagement in life and othem®of meaningful leisure.

Filling time

Sometimes, leisure is meaningful because it makespass quickly and is a way to
avoid boredom. With the loss of other valued ropesticularly work roles, participants find
they have more time for leisure than ever befortdéir lives. This time can be difficult to fill
since job loss is accompanied by a loss of incand,therefore participants have less money
to engage in desired leisure pursuits.

So...like, you're trying to figure out what, what wisrwell in the leisure time of

being in, in a fact, ah retired. Because once yoworking you don’t have time to

do the wor, do, do, to have leisure. And then whem're off the ah ...when you

retire, all of a sudden you got all the time, batiydon’'t have the money. Before

that you had the money, but you don’t have the tijack, Interview 2)
Participants will often pick up a small activity emthey have a few minutes to spare, or if
they have nothing else to do, such as an electgamte or a crossword puzzle. Rita included
a photo of herself doing a crossword puzzle (sedd®): “I don't sit at it for days, or a long
time, it's ah, | usually keep one out and if youxared, or sitting around, | would pick it up”
(Rita, Interview 2). Alice and Charles also taboat filling time with leisure by reading. This

points to the multiple meanings that leisure cavelfar the participants, since these activities

are used to keep their minds active and resistrpssgn of dementia, as well as reduce
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boredom and maintain active engagement in lifearfék tells me: “...I would be bored if |
didn’t have anything that | enjoy doing” (Charlésterview 3).

Engaging in leisure to fill time provides a senspurpose for participants. Instead of
doing nothing, they choose activities that dematsttheir abilities and that they believe will
slow the progression of memory loss to avoid bomed®articipants recognize, however, that
this may not always be the case as their memosydozgresses. They are aware that as
dementia progresses they may lose the ability tthdio favourite activities. Engaging in
meaningful activities to fill empty hours counteisafrightening awareness that one may no
longer be able to participate in valued activities.

Claiming space

Finally, participants engage in life through lessimy claiming space. The participants
designate their own private spaces within thegdiwhere much of their leisure occurs.
Doing so allows them to live their lives with memdoss more comfortably. They know
where things are and can arrange them for thewer@ence. Having personal space
distinguishes oneself from others.

These spaces instill feelings of safety and honsin&everal of Charles’ photos show
him in his own space, an easy chair in one corhbrscapartment, where he has access to the
telephone and all of his leisure activities, inahgdbooks and electronic games (see Photos 4,
5, 30). He says of the photos: “Well, the faetttihillustrates that | like to have my own
chair. That's my corner. And if | keep it messgy) [my wife] doesn't feel nearly as
concerned as if | clutter somewhere else. Thaysthat's my corner” (Charles, Interview 2).
He goes onto say of the space: “Other than thmtaikes me feel good. I've got this space

that’s mine and um, I'm pretty well right at thegote, | don’t have to jump and run” (Charles,
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Interview 2). Rita and Jack also have their owacgs in their homes where they can engage

in leisure or just have quiet time if they needRita took a photo of her den, where she spends

much of her leisure time (see Photo 33). She shlger own space:

That’s where | usually go. [My husband] bought avrnv here, and every time |
touch it | seem to do something wrong with it (lagj you know, so it's better |
leave it alone. And, and then we have another Tthénother room, so usually he
watches his sports here, and I, and I'm in the,dbBe. And | like it in there,
because uh, now I've got the phone there if | wantie talk, and...and it's

comfortable. (Rita, Interview 2)

Photo 33: Rita spendsetin her den

Participants design their space to incorporate tagourite leisure activities
conveniently into their lives. Although Alice hbhsr own space because she lives
independently, she arranged it to enable engagemargeries of leisure activities and
recognizes the importance of having personal spdes living with memory loss:

But the proximity of everything, it's sort of, I'veort of got it set up like | progress

from one thing to another because if you look it giet up in the morning, | have

my computer and activities, I'll have a puzzle st er things that I'm sorting

through in the table, and then I'll go to the liginoom where I'll have my books

and my puzzles, the other puzzles, and the TV...\#orhade it as a circle. You

know and then | can divert by that, because oftith&m sitting in here doing a
puzzle or reading or whatever, I'll still see thedb out the balcony. So, and then,
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I’'m sitting here it reminds me to water my plantscause I'll see the droopy

leaves. So one thing reminds me of another, ssm@gaxour space. I've always

had my space, because I'm living alone. But | camainly understand where it is

extremely important to have, the individual with mmary loss to have their very

own room. They set it up, and they put it the vilagy want it. Their space.

(Alice, Interview 2)

Unfortunately, it can be difficult to maintain oserivate space for leisure. Rita lost her
space between the time we played Skip-bo togetigoar follow-up interview. Moving into
an assisted living facility meant having to giverapch of her space, which Rita regrets:

Actually I didn’t want to move into this place. Weere in the condo, and | was

quite happy there but the family all thought that should get into a place where

we get our meals here and there’'s somebody thetakéocare of you...it's very

nice here...but this place isn’'t as big as even amdo was and as soon as we

were looking at this place | said “Well, that'sdiut it's not big enough really,

there’s not enough space here for us,” which wdwidg in a place where | used

to go and do my typing with my computer and workitosometimes and | really

enjoyed that, well there’s no place now to really anything up like that. So

that’s the kind of thing | miss. | would like t@ae a spot to go and do things like

that, but there just isn’t the space... (Rita, Inkmw4)

Rita emphasizes the value of having one’s spackeifure, since having to give it up means
she no longer has the same opportunities for keigat she did before.

Engaging with life is vital for the participants t@aintain positive attitudes and helps
them to resist threats to identity by providing twoned roles and new activities that emphasize
strengths instead of point to losses. Charles sanzes how active engagement in life is
important for his identity: “And | guess | also g myself in the fact that | am trying to
continue to enjoy life” (Charles, Interview 3). iBg able to seize new opportunities and being
recognized for doing so reinforces the identitypeing capable people who can still contribute

in a variety of ways to the world around them.

216



Having purpose

The fourth essence of upholding identity is hayangpose. Leisure is purposeful for the
participants when they use it to fight the progi@ms®f memory loss and as a way to contribute
to their families and/or communities. Charles sdtet leisure gives life purpose and
meaning: “...reading is the core of how | spend myetiand | enjoy that and with the reading
magnifier um...it, it helps to make my life enjoyablé&nd other forms of, yeah, | think life
has purpose and meaning” (Charles, Interview 4jisure can be purposeful in terms of work
and motivation, but sometimes participants finduee lacks purpose and feelings of
meaninglessness result.

For some participants, leisure’s purpose is to ouerskills and fight memory loss,
making leisure work-like in nature. For Alice, tlree between leisure and work is blurry. She
views her leisure as work because of her belidfithvaill help her maintain her independence.
Leisure has replaced her work roles, and she defeisure as purposeful work in terms of
function and independence. By replacing work reléh leisure, Alice is able to resist
threatened identities.

Yeah, it's replaced my work, my employment. S thing is with the disease,

the whole picture, the whole concept has changedalse I'm um, quote new

normal. Like I'm still very high functioning, but have to alter what | do in

leisure or work or just daily activities to sortwbrk on my weaknesses so | can
enhance my lifespan of longer...and higher qualityneimory. Because what | do
leisurely, quote work, either can enhance or deser@ay memory loss. Or not, it

can either improve it or decrease it. (Alicegmiew 3)

She tells me that she has difficulty distinguishiregween leisure and work because of

leisure’s importance for her well-being. She h&sisure routine designed in a task-oriented

way similar to a work environment in order to mainther abilities. Her adoption of work-
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like leisure helps fill the void of the loss of vkamoles for Alice, providing her with a similar
routine and goals for her day. Itis a means terah

Like I'm having a very difficult time differentiatig between leisure and work. So
to speak. And I think that's due for the, to thetfof the way | sort of constructed
it within my own mind. Because I've combined thwot..So leisure, defining
leisure is really difficult for me. Because wheouyfirst asked me | thought what
is leisure? Well, yeah the things | do for fun.eN\éverything | do is for fun, with
a work connotation in it. (Alice Interview 3)

Alice explains this further for me:

Alice: That's what I've had trouble with, because 4'm mixing the two up. Like
I'm looking at leisure as almost work. Becausehink because of the
disease process | have to work at it constantlyrder to keep it stabilized.
So leisure has sort of taken the place of employnsenleisure is my work.
That's, but it's...

Rebecca: Is it still leisure?

Alice: Yes, because it's fun. That’s the only wayan describe it because, it’s, it’s,
it's leisure, if | was normal, it would be normairf things, but because of the
disease there’s the work element in it. To keepfunetioning. So there’s
that difference with the disease process, it's alniike a leisure-work
combination. Because it’s still, you still have thm aspect of it, I'm still
being productive, and I'm still interacting, bubdve to work at that because
of the disease. (Alice, Interview 3)

Participants use leisure as brain exercise angikgédit, as discussed previously, giving
a special purpose to leisure — as a tool for slgviimther memory loss. Although their
activities that exercise the brain are fun andaiie, they serve a greater purpose.

In addition to work-like activities, leisure is paseful in the lives of the participants
because it is motivating. Alice sometimes lackgivation to do daily chores or personal care
activities. Participating in leisure can give biee motivation to continue to engage in activity:

Because I'm sort of at a stage now where | haveaa, fiear to try. It kind of

creeps in there, so it's a 24/7 job just to trydexrease that fear level in order to

have the positive to move on. So...um...leisure iy @®t leisure. Because it's

such a motivator for me. It can be if | use ithe right context. (Alice, Interview
3)
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Leisure gives Jack a reason to get out of békdeammorning. Having something to look
forward to helps him to focus on the positive aspet his life. | ask Jack if leisure helps him
manage life with memory loss and he tells me:

It makes me feel better every morning. Every mugni get up and think “What

can | do today?” you know, and then | go out amb lout for a walk around our

place and then | go out and play golf and that reakeet up and go. So it's

moving and talking and everything, and so far,ill gtink that | can do almost
everything that | ever have done. (Jack, Interv2gw
Jack stresses this again in his third interview:

Leisure is very important, yes it is. Why is lesumportant? Because you're

doing something. You do it because you enjoy it #ren it makes you feel good.

And it gives you a reason to get up in the mormniritgen you can’t do something

that you used to be able to do, like, like likeskd to get up every morning, go to

work at six in the morning and work long hours agxerything else. (Jack,

Interview 3)

Again, this demonstrates that participants rebistaissumptions of others that they have lost a
great deal of ability and have nothing to do. Legsgives them a reason to have hope and
continue on in life, and to actively engage inwwld around them.

When participants find it difficult to maintain ac¢ engagement in life or activities lack
meaning, they experience meaninglessness. Ritatsoas feels like life lacks meaning: “...1
don’t know where | read it in one of the books thlaad that that's a common thing for people
with Alzheimer’s, they can get in a flash and sdrteeling that life’s not worth it you know”
(Rita, Interview 3). While we walked together, &#&cknowledges that sometimes her activity
choices lack purpose or fulfillment for her:

She told me she thinks it is important to haveisule activity, or something to

focus on when this happens. | asked her if shefdwat one that was important to

her, and she thoughtfully said that she hadn’ttajRparticipant observation field
notes, walking)
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Similarly, when Alice experiences a set back tHigcés her cognition, leisure becomes
meaningless to her as she focuses on regainingyeagad ability. She tells me she focuses on
survival and leisure becomes a lower priority:

...I had a little stroke episode a week and a half agd now um, I'm re-learning

everything, so right now nothing has a particulaamng its like I'm surviving.

So but as | get through that where my speech ar@end this time it really hit

my cognitive, so the sequencing, and it reallyth@ writing. Um, so um...I'm

really not concentrating on the leisure as muchtrgmg to recoup. (Alice,
Interview 4)

Feeling a sense of accomplishment

The fifth essence of upholding identity is feelmgense of accomplishment. Leisure is
a venue for achieving goals and being succes#liparticipants experience accomplishment
in their leisure to varying degrees. These feslioDaccomplishment reinforce their identities
and instill a sense of pride and confidence.

Participants set goals for themselves in orderateelsomething to aim for and improve
upon. This provides them with direction and madima for tackling dementia. Alice sets
goals in order to accomplish something each day:

Like my goal is each day accomplish one thing. khimm of one thing. Whether

it be do the dishes, do a puzzle, umm, do the ctenpumm, go for a walk,

umm...something. Something in the positive realm ali somebody that |

haven't talked to in a long time, or try my knitjinor try my crocheting, or try,
something new, there, that | have to do one peasitinng a day. At least one.

Even on my worst day, there has to be, even iftianing the toilet, it has to be

one accomplishment per day. No matter how smalicéAlnterview 1)

Setting and achieving goals can lead to a cyckobmplishment. As one goal is met,
the participants feel that they can continue tmagaish other tasks as well. Alice’s photo of

her computer highlights her accomplishments in seofrgaining new skills (see Photo 8): “It

has opened a whole brand new field of excitem@mid a big accomplishment for me
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personally. Big, big, big, big, big, big” (Alicénterview 2). Her accomplishments emphasize
that life after dementia can continue to be a tohgrowth and development.

And it's almost like, look what I'm doing, look athat I'm accomplishing. And

you know maybe without the disease | wouldn't htaekled the computer to the

same level. | may have just let it be. Yeah lige,there’s life after diagnosis.

(Alice, Interview 2)

Jack’s photo of a jigsaw puzzle emphasizes howrsplthe puzzle, piece by piece, feels like
an accomplishment (see Photo 7): “And, and, andl finally when you put that last piece in,
jeez it feels good” (Jack, Interview 2).

When leisure is related to feeling a sense of aptishhment, participants experience
increased self worth, pride, and sometimes elatdraving been successful in the face of their
challenges. Rita feels good about herself wheimlgaigured out a particularly difficult
crossword puzzle: “And you get a great sense ostrtength when you realize you've done
right” (Rita, Interview 2). Charles talks abouslsiense of accomplishment in leisure in terms
of solving his leisure-related problems. He ddmsithe photo of his reading box and the
sense of accomplishment that finding a way to camtito read increased his sense of self
worth (see photo 29). | ask him how it felt toateshis reading box and solve the problem of
not being able to hold a book steadily, and heaedg: “It really relieved some of my
frustration. Because | hadn’t found an answer | lboind a way to make it easier...it helped
my self worth. That | found a way to work aroutid(Charles, Interview 2). Furthermore,
being able to accomplish things in leisure incred3karles’ self-confidence. In our third
interview, Charles tells me that accomplishmentgisure time help him to feel better about
himself: “Yes, | think it's a cycle. That beingla to, that being able to and purposely

continuing to do those things that | enjoy in legsthelps me to feel more positively about

myself that | can...still do what many others canr{@harles, Interview 3). Alice takes
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greater pride in her accomplishments more now #van before, and celebrates them by
sharing them with her friends and family:

...I would say now when um | accomplish...somethingyvpositive, I'm very

verbal about it, and usually before | wouldn’'t. dAit doesn’t have to be to the

same level of perfection...that | would do a craftobe. Or umm...anything, like

you know, I'll phone my kids or my best friend ohatever “Guess what | got

finally done”, you know, like. Uhh...I can’t say$t'it's not bragging, it's a sense,

a sense of accomplishment. Whereas | wouldn’t rdomee that before. (Alice,

Interview 1)

The feeling of accomplishment is so much greatezrwéxperienced within the face of
memory loss: “lt is, it's almost a high” (Alice, terview 3). Through accomplishments,
participants are able to resist assumptions ofgopinmposeless and incapable. They celebrate
not only their abilities, but their courage to aane to try difficult things despite the

challenges and their abilities to work with theiemmory loss to find new ways of doing things

that are meaningful for them.

Creating enduring memories

The final essence of upholding identity is creagmgluring memories. The participants
wish to leave behind a positive memory of themselvEhey want to leave behind a legacy
that goes beyond having dementia. Types of memafeand how the participants go about
creating them differs across all four participantinetheless, participants use leisure to create
memories of themselves for their loved ones. Kangle, Rita’s most valued role is that of
grandmother, so she is writing poems for all of grandchildren to remember the times they
had together:

Yeah, um...I think um, the only thing | can thinkief’m doing some poetry now

to each one of my grandchildren and I've got altubf them, (laughs) you know

not really that many, | think there’s about 12, 13,is it, and I'm, I'm doing sort of

a collage of it, so they have something to rementthermemories that we’ve had
together, and they’re just on memories that I'vd baeach one of them you know
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because they're all different. And some of therm’'s® very close too, and other

ones you sort of gotta work yourself into theieliénd, but it's um, that’'s very

helpful because it brings back the memories of wifety were young, when they
were born and that sort of things. That that's/\amforting to me, to do that kind

of thing. (Rita Interview 3)

Poetry is an important part of Rita’s identity &e slefines herself as a person who loves
poetry. She uses this aspect of herself to cevadaring memories:

| love, | love poetry. | love reading other peoplgioetry, and um, and I like

writing it. Ah, | feel really good when I'm typing out and, and uh, and it may not

be all good, it's you know, but, to me it's goo@chuse it's done, done something

for me, and my kids like it, and you know, that'gel given it to friends, and stuff

like that. And, and um, they don’t tell me thabusd crazy, so. (Rita Interview 2)
Reflecting on pleasant times with her grandchildaed using poetry as a means of sharing her
memories with them is comforting for Rita. | ask fif writing poetry helps to emphasize her
role as a grandmother and she responds:

.. it's true, you feel as if when they read thedeytll know that | wasn'’t really

all that different when | went away you know, sthihk that’s, that's a very good

point, | think it helps a lot, this idea. (Ritateérview 3)

Thus, by creating enduring memories through po&ita upholds her identity by finding
ways to preserve valued aspects of herself. Sistsehe possible loss of her future identity
by creating enduring memories for her family to eenbber her by.

Alice uses her leisure to show her capacity ancgbahe way people think about
memory loss. She wants her family and friendetmamber her as someone who does not
give up, but who fights despite the challengesfabes. The new activities she has adopted
and the purpose she finds in leisure provide h#r wimeans of leaving a legacy. Alice wants
to be remembered for the positive example thasskefor her family and friends:

It's leave, leaving behind the legacy that | trisdmake the best of the disease

process. It's leaving a positive legacy...And...fboge around me, or that meet

me...will have less fear of the disease with otheopte With their family or
friends. Um...yeah. The dignity. Encouraging thgndy, and | expect dignity.
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Umm...I request dignity. If somebody wants to help.mbat’s going to ...make
me feel embarrassed or ashamed. | will quietlygeaganother way so | have a
little bit of my own dignity. That I did, ah, maglone percent of the job instead of
somebody doing it completely. Or making it...in theblic, especially in the
public. Umm, if they want to overprotect...I'll stilty to reinforce that respect and
dignity. So I think that’s, yeah. A positive laya..for those around me that they
can carry with them the rest of their lives sohéy meet someone with memory
loss, they can umm... umm, know how to deal witmiti positive manner. And
especially my great nieces and nephews, causeréhtye young generation. And
they're the easiest ones to teach. (Alice, Intevig

Alice keeps trying in all of her leisure activitipartly because she believes this sets an
example for others and will encourage others liviidp memory loss to avoid complacency in
their lives: “...but no, | think as | go along inetljpurney it's more of a fight than ever because
um, by setting the example it's only going to hetpnebody else” (Alice, Interview 3). Alice
continues to push herself. She provides an exaofaying Yahtzee with her friend and
adding the numbers in her head in order to sesdip® example of fighting dementia:

Like for example my girlfriend came up and playedh¥zee with me. | was

telling you she used the calculator and | used mainb So there’s another

example of comfort zone or do | challenge mys@&léke your pick. You can look

at both sides. But for me it would be an easy watyand |, life has never been

easy and why would | change it now. And what kiidexample am | setting for

those around me if | don’t challenge the disedske for me that's me personally.

(Alice, Interview 3)

Charles also uses leisure so that others rementbeashsomeone who faced a challenge
and solved his problems. His creative ways ofiaglgome of his leisure problems are a
testament to this, and he believes that solvingelpeoblems reinforces his identity. His
reading box is an example of this (see photo 29):

Oh I've always been one to figure out how to copth\a problem, and to me it

was a problem that disturbed me and I, what cas?! Wwell, we, okay, I've got the

answer. We made our own, built up that thing vdtgirofoam so it's very light.
(Charles, Interview 2)
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Similarly, Charles took a photo of his magnifierépresent how important problem solving is
to his identity (see Photo 17): “Um...it's a goodigitration of my personality in terms of if
something’s good, make it better” (Charles, Inteww). Charles reinforces to those around
him that he is a person who works to solve problamstead of letting them get the better of
him, and he wants to be remembered as such. Glasle wants to be remembered as a
supportive friend. Other people see Charles asaviie as people who want to make a
difference: “...people accept us for being open tp lo¢hers as much as we can” (Charles,
Interview 1). He reiterates this in the third view:

| think that [my wife] and | are known as...enjoyindriendship and being a friend.

| simply say to have a friend you have to be frignd'hat’s certainly true. But um,

| think both of us are known as having caring peatities and wanting to do for

others, and that continues on and | want it to.. .aft&s, Interview 3)

Finally, Jack’s legacy comes in the form of helpothers. Jack is social and friendly
and he wants to talk about his experiences of déengnorder to make other people
understand the disease and feel more comfortatdesees his role as helping others come to
grips with their own memory loss or that of theivéd ones. This plays out in his leisure
lifestyle as he uses his group leisure activiesh as golfing and playing games, to talk with
others about dementia. He tells me a story aldwaitiog about his experiences of memory
loss with a stranger in a hardware store:

| uh, I had a, a friend and | went out and thers wahap that was in this antique

store...And his mother was having dementia and thiswgas in the store and we

got talking and | said well I've got Alzheimer’s...Anwe got to talking and it

came out that his mother was having dementia aadhadd gone in and saw the

doctor and the doctor said you got dementia, gavealpill and that was it. And |

got talking to him and I talked to him for an houAnd he said well how about

this and how about that? And he got out the doofelieso good about what he

should be doing about his mother, just from meinglko him, not that | did

anything important, but | directed her to the Alwher Society and it just made

me feel real good and told him some books thatdwddcgo to and get at the
Alzheimer Society and look at the books and thé eé#. And it just made me
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feel really good. And that's what | want. | wantdo things that | can do now
before | can't do it. (Jack, Interview 1)

Jack explains that it is important for him to shlaieexperiences with others. He wants his
experience with memory loss to be used in ordelage the way for others, including other
care partners and persons living with dementia:

I’'m able to know what | am doing. Right now thatkat I'm trying to do. Ever

since | found out about Alzheimer’s I'm trying taake sure that anything | can do

to help someone and be very proactive of tellingppe what Alzheimer’s that |

know about that can help, that's basically. (J&aterview 1)

Jack uses his social leisure as a way of helpingre and emphasizing his identity as an
advocate and as being supportive of others. lalspg out, he is breaking the silence that has
long existed in dementia. By engaging in meanihigisure, participants create enduring
memories of themselves so that they will be remegtbas who they are, and not merely
remembered as victims of dementia.

In sum, the participants in this study engage @aningful leisure in part to be able to
resist threats to their identity, whether from finaind friends, from loss of abilities and
independence, or from wider social stigma assatmaith dementia. Engaging in meaningful
leisure emphasizes that the participants’ livesshawpose, that the participants can
accomplish things, that they continue to enjoy, léied they work to change perceptions of
dementia. Alice describes the importance of engagi meaningful leisure in our second
interview:

| would say it's one of the most important thingsi can do because through that

you can advocate, you can enjoy yourself, you gan .just do anything and the

leisure activities, whether it be walking or maksgmething or being with friends

is all so important as to your own self fulfilmegbur self satisfaction, your, your

inner growth, within the disease, your advocissyvfeacy] in showing friends,

anybody, stranger what you can still do, and uiw aih outlet, it’s, it's a game in a

way because um, once you, it's like monopoly, ylautsat go, and, and, when you
hit go to jail, well okay that’s the day you’re hiag bad and you go back to go and
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you start trying again. So in a way the leisurgvaes only enhance the journey

because it’s, it will address wherever you are aatwevel in your journey, it will

only help you um, the only word | can think of igther the cause, but a sense of

fulfillment...But, no journey is, leisure is um, uttate to success and satisfaction.

And your self worth and dignity and respect. Allane. (Alice, Interview 2)

Leisure has a range of meanings for the particgpamtd they choose valued activities
that help them to resist assumptions that theyadenger capable people. They uphold

valued aspects of identity and remind their lovadof who they really are.

Summary

Jack, Alice, Charles, and Rita experience memay Within a paradox of challenge and
hope. Their lives are filled with many challenggsst, they search out and experience hopeful,
meaningful lives. While challenge and loss areosiyymous with memory loss, feelings of
hope must be cultivated through one’s attitude,;oreationships, and a sense of willingness
to fight the disease. The participants experiéose and frustration while finding ways to
enjoy life. Charles notes that he sometimes féks a dummy waiting to die” (Charles,
Interview 1), yet in his follow-up interview he imgtes that his life has purpose. This
demonstrates how the participants’ journeys of nrgrtass are characterized by a
contradictory and changeable experience. Thegpaatits use leisure as a space to fight the
challenges, both in terms of changes in abilities ia terms of threats to their identities, and as
a result, their lives are intertwined with threadi€hallenge and hope. Alice summarizes this
with the following quote:

But on the other hand, when | do have my down deyesy may be somewhat

worse, because | know the end stage. I've sesa dften, that if | start to feel

down, it really hits...and umm...So, um...as | say thanpey is really a learning

experience...and...it's affected me, and frustrated and I've been angry at

times, which is normal. Umm...I've gone through @é gamuts of emotions
with losing my abilities. And umm...then trying tort around put a positive side
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on it. So that is the key, is turning it around &rythg to bring it...into the proper
focus, a more positive focus. That's a, that's & Zhallenge. (Alice, Interview 1)

The experience of leisure within the memory liassney is itself paradoxical. Having
lost former roles leaves time for engaging in megful leisure, yet other losses make
participation more challenging. Although partigipguse leisure as a space for sustaining
hope, their fluctuating abilities highlight the $&s they experience. | ask Charles how leisure
plays into some of the changes he has experienced:

I’'m not sure how to answer it. Um, ah, just give mminute. Well positively it

gives me time to, time to read and enjoy that. Wmives us...time to...enjoy our

walks and um, table games. Negatively it um, adstas difficult. | can only walk

for about half an hour where | used to be able atkvior a couple of hours. Um, |

miss that very much on our walking, when we’re @oing our pole walking, which

| told you about. And we were out this morning & minutes, | could have gone

for another half an hourthink. (Charles, Interview 3)

The diagram of the flower that summarizes the pigdnts’ experiences within the
paradox of challenge and hope (Figure 1) was iadgily, and preferred by, the participants of
this study because it is a symbol of hope and oficoed growth and development in the face
of change. The diagram shows how each essenbe phtticipants’ experiences, and its
respective subthemes, combines with the other essda form the paradox of challenge and
hope. The participants of this study truly liveithives within a paradox of challenge and
hope as they work through the challenges that mgiloes creates and by doing so, find

meaning in life. Life has changed but participdmse found ways to adapt to those changes

and “live” with dementia.
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Chapter 5: Discussion and Conclusions

This study expands our understandings of the stilageexperience of leisure within the
context of memory loss. It contributes to a srball growing body of research that is moving
away from biomedical and clinical approaches to elatia to a focus on the “lived” experience
of dementia from the perspectives of those livinthw. This research is particularly unique
because of its emphasis on leisure in the livggeodons living with dementia. Through
interviews, photos, and participant observatiomds revealed that persons living with
memory loss experience leisure within a paradoshaflenge and hope. Leisure provides
meaning in the face of change. | now situate itdirigs of this study within the current
literature and demonstrate how our understandiags bxpanded as a result of this research. |
first discuss the implications of this study innterof our current knowledge regarding the
subjective experience of dementia. Second, | egglow the participants use leisure to cope
with stress that results from living with memorgs$o Following this, | explore insights that
have been gained in relation to identity and deraeriiext, | discuss leisure’s role in the lives
of the participants of this study as it relatesatag expands, our knowledge of leisure as
resistance in the context of memory loss. | themswer how this study contributes to our
understanding of personhood and relationship-cémaee. Finally, | explore my own

research journey along with the practical implioas and future directions of this study.

Understanding Life with Memory Loss

Life with dementia is full of uncertainty as it gents many challenges (Clare, Rowlands,
& Quinn, 2008). However, participation in meanugdctivity indicates that, as Alice

suggested, theiis life after diagnosis. In this section, | explév@v these findings both reflect
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and diverge from the existing literature in termhsh@ experience of symptoms, coping with
memory loss, and the overall complexity of life wrhemory loss. Additionally, | consider the
findings in relation to the lifeworld existentiglgan Manen, 1997) to increase understanding of
the lived experience of memory loss.

The participants in this study experienced manghefsymptoms commonly associated
with dementia, such as changes in cognition, jucggnproblem solving, and memory.
People living with dementia are aware of changeae@mory and cognition (Beattie et al.,
2004; Ohman et al.; Phinney, 1998). Symptoms aarpnemory loss progresses, although we
have yet to fully understand the experience adiwssourse of the dementia journey due to a
lack of longitudinal research. Rita, who had doéen diagnosed one year prior to the
commencement of this study, experienced the synmgptifrdementia as a memory problem
and considered them to be minimal or normal (sdéle&i2000). However, for Jack, Charles,
and Alice, memory loss was not minimal and theyensaware of their symptoms and
fluctuations in abilities (see Phinney, 1998).

Persons living with dementia are creative in tlagsvthat they cope with the symptoms
that they experience (Clare, 2002; Clare, RowlaBasce, Surr, & Downs, 2008; Harman &
Clare, 2006; Harris & Durkin, 2002; Ohman et aQ08; Parsons-Suhl, Johnson, McCann, &
Solberg, 2008; Sorensen, Waldorff, & Waldemar, 20(080orensen et al. suggest that persons
living with dementia used “.a spectrum of coping strategies to preserve persogaty and
value” (p. 297). One such strategy includes hahioe that the diagnosis is wrong. Another
strategy involves avoiding worry about one’s memangblems (Clare, 2002). These
particular strategies were evident in the way Rigd questioned her diagnosis throughout our

interviews, and her indication that she tried toidvthinking about having memory loss. She
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often denied the pathology of the condition, adi€zl(2000) suggests people often do in the
very early stages of dementia. Rita stayed away Bituations that might have highlighted
her memory loss (see Harman & Clare, 2006) anceped not to talk about memory loss with
other people (see Van Dijkhuizen et al., 2006)e pharticipants, however, underwent what
Keady and Gilliard (1999) refer to as an activecpss of learning to live with dementia. Jack,
Alice, Charles, and even Rita reconciled the chanigat were occurring, drew upon the
support of their care partners to live with demerdind subsequently felt as though they were
in control of their situations at least most of timee.

Keeping an active mind is valued by persons livaidn dementia for staying on top of
the disease (Phinney, 1998). Participants chosgathestimulating leisure activities that
were enjoyable. These types of activities werg@pseful and led to feelings of control over
their memory loss journeys, contributing to a sevfd@ope while living with memory loss.
Making decisions about what types of leisure toagyegin helped the participants to feel as
though they were working hard to fight dementiapiig with memory loss by remaining
mentally active contributed to a sense that leigsedf was meaningful, and one’s leisure
choices could be both enjoyable and beneficial.

A positive attitude has also been acknowledgedrasans of coping with dementia
(Harris & Durkin, 2002). Persons living with denti@ncontinue to feel optimistic and live life
to the fullest (Keady, Williams, & Hughes-Robe2807). Jack, Alice, Charles, and Rita
adopted positive attitudes because they believatdfdiiling to do so would lead to feelings of
depression which could be very difficult to over@antocusing on their remaining abilities
and the aspects of their lives that they were @algrly satisfied with, such as having

supportive friends and family, sustained positiitélales. Beard and Fox (2008) also found
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that focusing on one’s remaining abilities was im@ot for managing life with dementia.
Harman and Clare (2006) suggest that some peopldanee difficulty deciding whether they
should accept dementia or fight it. The partictgan this study for the most part opted for
both. Being optimistic about their lives helpedrthto do so. They all sought to fight memory
loss by remaining actively involved in life, yeethreconciled, to varying degrees, the reality
of their diagnosis and their subsequent changesgnition. Their positive attitudes
contributed to their feelings of hope about theie$ and counteracted the losses they were
experiencing.

While hope was a predominant feature in the meruosy experience for the participants
in this study, Parsons-Suhl et al. (2008) found &hdiagnosis of dementia “...was like a death
sentence; as their memory got worse, they werethtsan into a future that would be similar
to death” (p. 40). This suggests that having atipesattitude is not necessarily part of the
memory loss experience for all of those living wadgmentia. One’s attitude may be fluid —
immediately at diagnosis, it might seem more lildeath sentence, but as people reconcile the
diagnosis, having a positive attitude might be gdes As well, it may be easier to have a
positive attitude on good days than on bad dayss @mphasizes the complexity and fluidity
of the experience of memory loss. Although futomemory loss was feared, Jack, Alice,
Charles, and Rita believed that acquiescing to segfative thoughts about their lives would
not be a particularly useful coping strategy. eéask in an ongoing process, they fought hard to
keep these negative feelings at bay and focusekeopositive aspects of their lives.

Humour has also been found to be a valuable capeghanism in dementia (Parsons-
Suhl et al., 2008; Snyder, 2001). Having humour leap with the hassle of forgetting

(Parsons-Suhl et al, 2008). Jack, Alice, Chadas, Rita often relied on their senses of
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humour to remain positive while living with dementiThey made light of their mistakes and
joked about forgetting names. As well, there wasrase that having humour about dementia
enabled them to accept it and move on with the@slin new ways.

Another valuable coping mechanism involves drawipgn practical strategies to serve
as memory cues (Clare, 2002; Gillies, 2000; ParSuid et al., 2008; Phinney et al., 2007,
Preston et al., 2007; Van Dijkhuizen et al., 2008%ing calendars and notebooks, and being
consistent in placing things in the same placedtethe participants remember important
things. These techniques are fairly common iriteeature, and help persons living with
dementia to manage their memory loss. Using mracsirategies contributed to a sense of
hope as participants were able to tackle the clsatige they faced.

The variety of symptoms experienced in dementalined with the ever-changing
abilities that must be adapted to, make life witméntia complex. Memory loss is
experienced as a balancing act between lossesaraining abilities (Keady, et al., 2007,
Pearce et al., 2002; Steeman et al., 2007). Steetrad. (2007) point to complexity of life
with dementia when they suggest that persons liwiitlg it focus on the positive aspects of
their lives and minimize losses in order to balafesdings of being devalued, lonely,
uncertain, shameful, and useless. Similarly, Sz@e et al. (2008) highlight the complexity of
dementia with their tentative theory that stated th.patients protect themselves against
awareness of decline in dignity and value by adagptio the consequences of AD” (p. 291).
Their participants found ways to cope with demehtiadopting a variety of strategies to
maintain well-being. Jack, Alice, Charles, andaRévealed the complexity of life with
memory loss as they, too, worked to balance feglafdiope with the losses they faced. In

leisure, they balanced their losses by focusinglmlities and demonstrating that they, as
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persons, still had worth. This balancing act ed range of emotions, from embarrassment
and frustration, to pride and enjoyment when cingks were overcome. However, leisure

will become increasingly difficult as dementia pregses and threatens their remaining skills
and abilities, making the balancing act more cingileg. Sorensen et al. found that feelings of
well-being in dementia are associated with theitglit manage everyday life and being

useful, while anxiety is associated with old ageklof a cure for dementia, and worrying
about the progression of dementia. Alice, Chafets, and Jack experienced well-being when
they were able to manage daily life and make couations to their families and communities,
but, at the same time, they feared what their &gumight hold.

The essence of the experience of dementia occuithoh the tensions between
challenge and hope, and while losses happenee toatticipants, they actively responded to
challenges to counterbalance the changes withsesg#rhope. The complexity of life with
dementia was also apparent in the contrasting wegmory loss was experienced. For
example, Rita’s family supported her and did neatiher like she had memory loss, yet they
guestioned her abilities, which threatened hertitenlt was also revealed in the way the
participants felt both pride and frustration wheople told them they did not appear to have
dementia. Memory loss brings with it conflictingnetions, abilities, and relationships, and
this study continues to increase our understanitiaglife with dementia is complex,
contradictory, paradoxical, and ambiguous.

While it is evident that the findings of this syualign well with previous research,
further insight can be gained by considering tliediexperience of dementia in terms of
phenomenology’s four lifeworld existentials. vamaien (1997) argues that despite great

variation, all lived experiences ultimately occuthan lived space, lived body, lived time, and
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lived other. Consideration of memory loss in tewhthe lifeworld existentials deepens our

understanding of the complexity of the phenomenon.

Lived space

Lived space, or spatiality, refers to the expeargeaf space, or the space in which
participants felt comfortable and at home (van Mari®97). Participants valued having a
quiet and comfortable area to call their own. @G¥sand Rita included photos of themselves
engaging in leisure activities in their own spasgggesting that personal space was indeed
meaningful for the participants. Charles definesidmall space in terms of a comfortable
chair and easy access to his favourite leisurgiies. Rita chose to engage in her leisure in
her den, where she knew how to operate the tetevend could comfortably read and work on
her crossword puzzles. Alice lived alone and hesighed her space in a comfortable,
convenient way that made her feel at home. Jadlatdesignated quiet space in the bungalow
that he shared with his wife. These lived space®wexperienced as comfortable, relaxing,
and safe. Having comfortable space in which tagegn leisure activities enabled their
participation. It provided room for their puzzl@sd games and a place to relax and rejuvenate
when energy was depleted. However, when RitanHesspace to call her own, she was unable
to engage in activities that required space, leathra discrepancy between leisure that was
meaningful for her and that which she could acyuatigage in.

Lived space went beyond personal space createglifer time and leisure activities. For
Rita, lived space did not always have such a pasdonnotation. She felt isolated as a result
of losing her license: “...1 would, | would like tme out more, and | would like to be among
people more. But, but you find you're limited ibly don’t have the transportation” (Rita,

Interview 1). Similarly, de Witt et al. (2009a)uied that participants felt “closed in” when
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they lost their drivers’ licenses. Rita in partarusought out experiences away from her own
space, eager to be part of the world around hsitjng her children, eating out, going
shopping and spending time with friends.

Although perhaps not as frequently as they migkeHiked, all participants left their
comfortable spaces to pursue other leisure a@svitiThey appreciated the natural environment
around them. Alice valued the outdoors more thaan,gaying attention to the birds and the
wildflowers in ways she had never done before diagn Awareness of lived space was
heightened when access to meaningful space wasté¢hesl and could no longer be taken for
granted. This was apparent when Rita moved fronttredo to the retirement home and
expressed how much she welcomed the chance tageith family and friends. Since her
opportunities to be in public spaces were redusked took advantages of all offers to spend
time with other people away from the retirement bont was also apparent in the way Alice
sought out opportunities to interact with the owtdoand found a great deal of pleasure in
doing so. Alice recognized that she may not alweae the opportunity to feed the birds or
go to the park as her dementia journey progresseshe took advantage of every opportunity
to do so.

The experience of lived space could be negativerwtomelike settings and
communities became confusing for participants. Aamass of where their bodies were in
lived space changed with dementia. This was appareur participant observation sessions.
Jack was unable to find his way back to his hotitse we practiced putting. He felt somewhat
confused and frustrated, but Jack turned aroundetraced his steps until he recognized his
surroundings. Alice felt disoriented in her owragment when she woke up in the morning

(see Phinney & Chesla, 2003). While having a spdome’s own was comforting, one’s lived
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space was beginning to narrow, since going beyboalild lead to uncertainty and the fear of,
or reality of, becoming lost. de Witt et al. (2@)9eported that the women in their study
acknowledged benefits to getting out of the hobséthey sometimes felt uncomfortable
going out. Furthermore, they felt like they noden belonged as part of a particular group or
in a particular setting. As well, Clare, Rowlan&sQuin (2008) found that persons living with
dementia in residential care felt confined, mucthmway Rita felt when confined to her own
home for long periods of time. This suggests likatl space may become increasingly
smaller as dementia progresses and participamisiticn to long-term care.

Lived space was paradoxical. Leisure activitiesuored in designated spaces that
instilled a sense of comfort and hominess. Howeheise spaces could also feel confining if
opportunities for leaving the space were lost. iiddally, participants’ experiences of space
could be disorienting. For the most part this ocidiin environments that were less familiar

to the participants, but could also occur in faamilocations.

Lived body

Lived body, or corporeality, refers to one’s expade of one’s physical body. It
addresses how self is revealed through physicakpiee, whether intentionally or
unintentionally (van Manen, 1997). Considering ¢iperience of dementia in terms of
embodiment provides a deeper understanding ofXperence of dementia (Kontos, 2003;
2004; Phinney & Chesla, 2003). Kontos’ (2004) fimg$ indicated that selfhood persists
outside of cognition and is instead grounded irpocgality. The findings of this study support
recent research that has explored embodiment andrde.

Phinney and Chesla (2003) characterized the experief dementia as a breakdown in

bodily flow — bodies slow down in dementia, and pleovith dementia feel lost in the world
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and have trouble finding their way. They expereetizeing a blank” and are unable to find
thoughts and words that make it possible to engageflection. Phinney and Chesla suggest
that lived body changes for the worse, describeimehtia as a “...breakdown of a deeply
embodied sort” (p. 296). Phinney and Chesla apont that participants experience a slowing
down of conversation. Jack, Charles, Alice, an Bxperienced embodied fatigue. They
found themselves slowing down in their activities ability to use equipment, especially in
terms of driving. Their lack of energy led to awing down in physical activity. Jack pointed
out that sometimes he felt like his get up and @ diminished. Charles included a photo of
himself sleeping to demonstrate that he is frequeméd and falls asleep while reading. Their
difficulty accessing thoughts was reflected in slaywconversation. Time was needed to
formulate words that participants knew that thegwrbut could not access (see Truscott,
2003).

The participants of this study did not acknowledggreat deal of change in terms of
their own lived bodies. Although they noticed ches in energy levels and felt their bodies
tiring easily and slowing down, participants werghle to pinpoint how they experienced
their bodies while engaged in leisure activitiédg.this point in their memory loss, their
forgetfulness and changes in cognition were mopaignt than changes in their physical
presence. Nevertheless, Charles noted that thexierpe of dementia is physical when he
says: “l can feel it. Sense it” (Charles, Intewig), indicating that participants experienced a
physical knowledge or awareness of the presenderagntia that went beyond cognition.

Charles, who had also been diagnosed with Parkimslisease, may have experienced
lived body differently than the other three pagamts. He admitted to having difficulty

discerning between symptoms of dementia and synmgptdrRarkinson’s. He noted changes in
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his capacity to participate in many physical atiéég. He lost his job as an apartment building
superintendent due to his inability to use a screxedand a lawnmower because of symptoms
of Parkinson’s: “and then | was diagnosed withRlagkinson’s, and | couldn’t get the
screwdriver into the right spots anymore and cotilcimase after the lawn mower so |
resigned” (Charles, Interview 1). The physicalunatof the symptoms of Parkinson’s also
impacted Charles’ leisure. Physical activitied theonce enjoyed, such as playing basketball
and riding a bicycle, were no longer possible essalt of Parkinson’s disease. Even reading
became more challenging:

And | can’t hold a magnifying glass because ofPlagkinson’s and it shakes like

crazy. And so | have reading glasses, and in otdebe able to sit there

magnified four times and so I've made up an apparathere | have a piece

of...Styrofoam, and then with a holder that holdstibek. And that way without

it the book is shaking...and ah so this is the wagt thcan read. (Charles,

Interview 2)

Participant observation revealed more about tipegence of lived body than the
interviews. Facial expressions indicated concéntnaor intentness in focusing on an activity.
| observed this when Alice and | were crochetirghdags: “Alice...held the dishrag fairly
close to her face, and her brow was slightly fuedwlips in a straight line while she
concentrated on making the correct stitches” (Alpgagticipant observation field notes, crafts
and games). However, what | found to be most lexggabout corporeality was my own
experience of participating in new leisure actestwith participants. | had to learn how to use
my body to participate in these activities. Theswarticularly evident when Charles and |
went pole walking.

Charles told me to try to walk by swinging oppositens and legs, which for me

proved quite difficult... The pole walking felt awkwh | had a difficult time

getting my hands and feet to move opposite eacér.othfelt like | spent a lot of
time thinking about walking rather than just retaxiand doing it. | told Charles
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this and he said it was like that when he firstteth It takes a long time to get
used to it. (Charles, participant observation fiebdes, pole walking)

Of course, had | continued on with pole walkingiotime, | am certain that my body
would become used to this way of walking and | wiagpend less time thinking about walking
and the action would seem natural and effortlésgould likely lose awareness of my physical
presence within the activity. Participants may mate this advantage as their memory loss
continues to progress. They may have neededdarrephysical activities each time they tried
them. Additional time is likely required in ordir develop a more comprehensive
understanding of the lived body in the context efngntia as the disease progresses.

Phinney and Chesla (2003) suggest that peoplayliwith dementia disengage from their
everyday activities as a result of embodied breakdoHowever, Jack, Alice, Charles, and
Rita’s continued participation in daily activitieentributed to feelings of hope about their
current and future situations. Using one’s bodgrigage in everyday activities, leisure or
otherwise, was valued and resulted in feelingstifigorth. Participants had not yet
experienced the collapse of involvement evidehimney and Chesla’s research. This may

change for the participants as their memory losgn@sses.

Lived time

Lived time, or temporality, refers to the way thate is subjectively experienced.
Phenomenologists question how the passage offéieigto the individual, as well as the
individual's experience in time in terms of reflect on the past or thinking about the future
(van Manen, 1997). Parsons-Suhl et al. (2008gdttiat “the experience of forgetting was
one in which either their sense of time or rememmigethings happening in time was lost” (p.

37). Time was experienced in a multitude of waythis study. Time could be filled and
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made to go quickly through meaningful leisure, viahparticipants used to avoid boredom.
Often participants spent a great deal of time @rtfavourite activities. For example, Jack
played golf up to five times each week and Chaseasl for more than four hours each day.
Although time passed quickly when engaged in leisthis feeling could abruptly change, and
when fatigue set in, time crept along slowly, sames almost to a halt. In some cases,
participants could no longer spend as much tintbegwould like to in valuable activities.

For example, Alice noted how when she felt tirdtk was required to extract herself from the
activity, no matter how much she enjoyed it. Litede was influenced by lived body since
reductions in leisure time resulted from increasdigue.

Temporality was occasionally lost all togetherttog participants. Alice noted that time
was irrelevant, and unless she had an appointmeneeting scheduled, time passed her by
unnoticed. Jack experienced a loss of awarendsm®fpassing as well. He had difficulty
understanding how time was passing. Telling tirreame confusing. He could no longer
recognize that 10:20 was the same as 20 minutsld&it Charles had difficulty setting the
time on timers or watches to remind him when t@this medication. Charles reported feeling
surprised when his wife announced it was time téogchoir. Memory cues such as clocks,
watches, calendars, and pill boxes for their meaginavere useful for the participants to
manage their current time, but not always effective

Time must also be considered in terms of the aadtthe future. With memory loss,
there is awareness of a future that is not pagrtuhopeful. Participants perceived the future
as fearful, and had visions of themselves wandenmyrsing homes, unable to recognize
family and friends (see de Witt et al., 2009b). siish, there was a sense of urgency to life and

importance placed on living in the moment. Theesa focus on what one could still do with
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the time one had remaining in terms of currentiédsl While participants were afraid of what
the future might hold, they were also hopeful alibetfuture in terms of medical advances
that may further slow the progression of memorg.lo§he connection between the past and
present may also be lost for some persons with dean@arsons-Suhl et al., 2008).
Temporality could be experienced in terms of faiggtthe past, which threatened identity and
being-in-the-world. At this stage, Jack, Alice,&tles, and Rita were able to reflect on their
past stories. They told me in great detail ableirtlives prior to diagnosis during our first
interview. They did not appear to have lost thensztion between present and past.
However, | suspect that as their memory loss carinthe connection between present and
past may become fuzzier.

Lived time is paradoxical and complex when livinghnearly stage memory loss.
Temporality was altered in memory loss and losisgmse of time could be frustrating or
bothersome for participants in some cases, buthersituations, lack of awareness of time
was not relevant. Living in the moment became moggortant as future and recent events
were forgotten and could not be planned for oretéld upon. Again, this was not necessarily
negative, as participants took the time to trulpgparticularly meaningful moments in their

lives, such as spending time with friends, or emmgyhe natural world.

Lived other

Lived other, or relationality, refers to our réteiships with others in the space we share
with them (van Manen, 1997). The experience adiwther is particularly paradoxical since
relationships were affected in a variety of wayéie changing nature of relationships has been
considered in the literature regarding the subjeatixperience of dementia (Harman & Clare,

2006; Phinney et al., 2007). Participants wergstted by, and in turn, supported their family

242



and friends. Indeed, living in relationships beeasritical to “living” with dementia.
Relationships with others were valued by, and &edche lives of, the participants. However,
the nature of relationships changed to some dexg@articipants relied more on their care
partners than they did before. This could causeadnfort for participants who preferred to
continue to do things themselves, such as driviegcar. Nonetheless, for the most part,
participants appreciated the support they receingd their loved ones, which helped them
maintain active engagement in meaningful leisuteisies. Participants were able to
remember rules to games that might have othervaea brgotten, socialize with friends and
family outside of the home, and generally maintagir preferred activities. They included
photos of themselves engaging in leisure with farand friends to demonstrate the
importance of sharing leisure and the supportttiey give and receive within the context of
leisure and relationships.

| reflected on my own experience of relationalitjem analyzing the data | had collected
with Charles. In the excerpt below, | considered ithe support of Charles’ wife helped us
both to participate in one of Charles’ favouritsige activities, playing games with others:

During much of the participant observation | was owly participating but often

learning the game as we went along. This is tondbth Golf and Phase 10, so

Charles and | both struggled to remember the ratekidentify the patterns on

the dice, while [his wife] supported us both in lyemtle way. This provides

some insight into what it must be like to play angalike it is nearly new every

day, yet the difference at this point is that | wbget into the routine after a

while and become quicker at identifying the pattemuhereas Charles continued

to need assistance in identifying the patternfleftve journal)

While participants felt supported in their relatsbips with others, they also occasionally
experienced overprotectiveness. Family and fridiet®me concerned for the welfare of the

participants, and were hesitant to allow them taclivities on their own. Thompson and

Sobolew-Shubin (1993a) define perceived overprivteicess as “a perception on the part of
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the ill adult that he/she is overhelped, induceddaependent, shielded from stress, and
generally not treated as an adult” (p. 87). Pdraap of overprotectiveness can occur when
older adults receive support from others (Cimaré&kinhardt, & Horowitz, 2006). The
persons’ capacities are underestimated and theydeattempts to restrict activities (Kuijer et
al., 2000). Cimarolli et al. suggest that overpetibn can lead to increased disability as a
result of threats to personal autonomy. Perceoxenlprotection has been linked to increased
rates of depression, reduced feelings of contral,reduced motivation to do things for oneself
(Cimarolli et al., 2006; Kuijer et al., 2000; Thosagm & Sobolew-Shubin, 1993a; Thompson &
Sobolew-Shubin, 1993b). Participants in this stexiyerienced overprotectiveness when their
family and friends prevented them from doing thing®verreacted to a particular incident.
Jack’s story of the neighbours calling his wifeask if Jack was safe is an example of this. It
is unclear whether overprotectiveness led to fgslof depression and/or reductions in control.
Nevertheless, overprotection from others emphagtzedtigma associated with dementia by
pointing to the participants’ deficits instead lbéir remaining abilities.

Although participants were bothered by overprotettess, they also perceived it as a
sign of love — their friends wanted to protect thanad make sure they were safe. However,
participants would prefer to be treated as thoumhing had changed, as Rita expressed with
her story in which she told her daughter-in-lawt $tze still wanted to be asked to wash the
dishes and be part of the family. Overprotectigsna relationships undermined participants’
sense of identity and shook their confidence inir tvn abilities. Lived other is thus
experienced in paradoxical ways as feelings of lwe responsibility towards the participants

both supported and threatened the identities opéngcipants at the same time.
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Lived other was also influenced by one’s willinganés disclose the diagnosis to others.
Some people are willing to disclose diagnosis, &bthers are not (Ohman et al., 2008).
Being open can be advantageous as it leads to gdppo others (Beard & Fox, 2008).
Disclosure can be empowering, can foster compassamnjustify behaviour, and allow one to
ask for help (Beard, 2004), and most of the paudicts in this study preferred to be open about
their diagnosis for these very reasons. Additignalkeing open allowed participants to relate
to other persons living with dementia, and to wiankards changing attitudes and
misunderstandings about dementia. Beard and Rodfthat sharing experiences in support
group environments generated friendship. Phinhey. €2007) suggest that persons living
with dementia find relationships with their peayde particularly meaningful, and Jack,
Charles, and Alice stressed how much they appeztia¢ing able to share their experiences
with others who may be feeling the same way.

Conversely, persons living with dementia may fimgtbsure leads to stigmatization
(Harman & Clare, 2006; Snyder, 2001). Rita chaskeep her diagnosis to herself because
she feared that others would treat her differef8lyyder, 2001). Rita tended to be suspicious
of others’ reactions to her when they knew thatls dementia, worrying that they were
being nice to her only because of her diagnosise déd not want others to feel sorry for her.
Similar to Rita’s experience, Langdon et al. (20f@lind that people with dementia revealed
the diagnosis to their families but kept it fronmerts in order to avoid misconceptions. Both
disclosing and not disclosing diagnosis were mo¢iddy the desire to feel comfortable
interacting with others.

The experience of dementia in terms of lived othas paradoxical for the participants.

They liked to spend time with other people and gdlthe support they received. Such support
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enabled them to remain actively engaged in thewmdate activities. Nonetheless, these
relationships could cause discomfort and frustretay participants when relationships were
paternalistic and overprotective. A desire to dwbreats to identity prevented disclosure for
Rita, but a desire for support led to being opeonrgnlack, Alice, and Charles.

The findings echo those of previous studies in seofithe experience of dementia,
coping with the symptoms of dementia, and the cemipt of living with memory loss.
However, this study also expands our understanafiige experience of living with dementia
in terms of the lifeworld existentials. Respondioglementia occurred within all four
lifeworld existentials, but particularly within kd other and lived space as participants drew
upon the world around them to live meaningful liveth memory loss. Considering the
findings in relation to the lifeworld existentidigghlighted the paradoxical experiences of the

participants as simultaneously challenging and hape

Leisure as a Means of Coping with Dementia

In addition to increased understanding of theestthje experience of dementia, this
study provides insight into how persons living witbmentia use leisure to cope with stress.
Leisure plays an important role in coping with stfel events (lwasaki & Mannell, 2000). It
can be used to maintain continuity with the pastevmbracing new opportunities for growth
and development (Kleiber et al., 2002). This stddgnonstrates that persons living with
memory loss find many ways to cope with the stoé$saving an illness that affects cognition.
Participants used problem-focused and emotion-Extesping to manage their stress in living
with memory loss (Folkman, 2008). Problem-focuseping occurred when participants
found practical solutions to manage their problesnsh as exercising their minds, or adapting

their leisure to prolong engagement. It also asxliwhen they sought out and accepted
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support from others. Emotion-focused coping oaiswhen participants reconciled with the
changes that were occurring and maintained positivteides. However, participants also

drew upon other ways of coping with stress. Is #action, | discuss how the participants used
meaning-focused coping by drawing upon Folkman@&) stress and coping model.
Following this, | address how the participantsto$ tstudy used leisure to cope with their
situations in terms of Kleiber et al.’s (2002) wark continuity and transformation. Finally, |
discuss how participants coped with challengebeir feisure specifically by drawing upon

Baltes and Baltes (1990) theory of selective oation with compensation.

Meaning-focused coping

Folkman’s (1997, 2008) stress and coping modeliges insight into how the
participants find meaningful ways to cope with geess of living with memory loss.
Folkman’s (1997, 2008) research revealed thatipes#imotions can occur when coping with a
stressful event: “...positive emotions and negativ@#ons co-occurred during the intensely
stressful experiences of caring for a dying loved and then actually losing that person”
(Folkman, 2008, p. 3). Jack, Alice, Charles, aitd Rmilarly experienced the co-occurrence
of both positive and negative emotions as they dapith a variety of stressors that resulted
from living with memory loss. For example, theypexenced frustration, grief, and
embarrassment while also experiencing enjoymenpégasure, and were generally happy
with their lives. While it may be considered unalsor surprising that the participants
experienced both positive and negative emotiongeviing with memory loss, Folkman’s
(1997, 2008) stress and coping model indicatespibsitive emotions are often used to cope
with stressors. The model includes meaning-focesgihg, which is believed to lead to

positive emotions and restore coping resources:
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Meaning-focused coping is, in its essence, apgdrbessed coping in which the
person draws on his or her beliefs (e.g., religiammritual, or beliefs about
justice), values (e.g., “mattering”), and existehgoals (e.g., purpose in life or
guiding principles) to motivate and sustain copewgd well-being during a
difficult time. (Folkman, 2008, p. 7)

There are five categories of meaning-focused @penefit finding, benefit reminding,
adaptive goal processes, reordering priorities,iafu$ing ordinary events with positive
meaning (Folkman, 2008). Benefit finding referghe discovery of benefits to coping with
stress, such as growth in wisdom, greater appregiédr life, and improvements in the quality
of relationships. Jack, Alice, Charles, and Rutanfd some benefits to having to cope with
memory loss, particularly in terms of a greaterrapgtion for life, and positive relationship
changes. As well, they gained feelings of compmers they learned how to cope with the
changes they were experiencing, which they alsmddeo be beneficial. Folkman argues
that when a stressful situation is ongoing rathantresolved, as is the case with dementia,
there is “...a co-occurrence of positive emotionsegated by benefit finding and the negative
emotions associated with the unwanted outcome8)(pPositive states can assist with
problem focused coping by affording people with dip@ortunity to consider negative
information and choose which problems to solver Aae, Charles, Jack, and Rita, finding
benefits to having been diagnosed with memory hedsed them to cope with the changes
they were experiencing. For example, Alice congdéder diagnosis to be a blessing in some
ways because it allowed more time for leisure.w&f, having bad days resulted in greater
appreciation of better days.

The second category, benefit reminding, is naidhigar to benefit finding (Folkman,

2008). Benefit reminding refers to the ways inethone reminds oneself of the possible

benefits that may result from a stressful situati®&eminding oneself of the benefits can lead
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to a better mood (Tennen & Affleck, 2002). Jackafles, Rita, and Alice frequently

reminded themselves of the benefits of having mgruss and tried to focus on the positive
aspects of their lives. For example, Jack focusethe advantages of receiving and accepting
a diagnosis so he could make plans and continlireettife to the fullest. Alice also reminded
herself of the benefits and considered how welltsdklearned to cope with memory loss
when going through a new grieving period or traasiilong her journey, which helped her to
feel positive about her situation.

Adaptive goal processes are a third strategy feammg-focused coping. This occurs
when people recognize that former goals are nodoagpropriate and replace them with new,
meaningful goals. This may reduce stress thatteeBom the inability to attain an old goal.
Alice and Jack set new goals for themselves upemdalization that older goals may no
longer be possible to achieve. Doing so helpenhtttecope with the changes and continue to
look at their lives positively.

Reordering priorities is another common respoassressful situations (Folkman,

2008). Jack and Alice both talked about changnegy tattitudes when diagnosed with memory
loss, as well as their priorities. Jack said tieabccepted it and took a different view of life
right then. He prioritized his leisure time, decgito focus on his golf, and gave up work and
sailing. Alice similarly altered her priorities biwe in the moment and appreciate the simple
things in life. She gained a great deal of pleastom the world around her by rearranging her
priorities to take notice of things she had oncertmoked. Although reordering priorities can
be beneficial for individuals, Folkman also notleattthis process can be stressful when

meaningful goals and activities must be given up.
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Finally, Folkman (2008) suggests that meaning-$educoping can occur by infusing
ordinary events with positive meaning. A positexent, such as watching a movie or
receiving praise, can be particularly meaningfuewllealing with stressful events. Alice
found meaning in ordinary events, such as watcthierdirds on her balcony, and looking after
her cat and her plants. She spoke about her npreagtion for weeds, which she perceived
as beautiful, rather than threatening. Accomplishts in leisure and other aspects of life were
also more meaningful after diagnosis than theyldeah before. All participants found time
spent with family and friends to be particularlyanangful, more so than they had prior to
diagnosis.

Jack, Alice, Charles, and Rita used meaning-fatesging in order to experience
positive feelings along with the many negativeifegd that resulted from the chronic stress of
living with memory loss. It is perhaps through mieg-focused coping that they were able to
experience hope throughout their journeys of mentasy. Previous research on meaning-
focused coping appears to have explored caregiegpEriences of stress and coping. For
example, the concept arose out of Folkman’s rebeatith caregivers of men living with AIDS
in the 1990s. However, this research provides insight into meaning-focused coping as the
participants experience positive emotions and lattaeaning to their stressful experiences in
order to cope with them. Leisure activities wemeagena for the participants to cope with the
changes in their lives in positive ways. They foyteasure in their leisure and recognized the
benefits of having to live with memory loss in terof their ability to participate in leisure
activities. They felt that having been diagnoséith wemory loss was meaningful as it gave
them the opportunity to grow and cope in positivaysy as well as help others who may need

to understand what it is like to live with dementBy looking at the positive aspects of life
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with memory loss, the participants placed meanmgheir experiences and were able to cope

effectively with the changes that occurred.

Continuity and transformation

Leisure is particularly important for coping withraumatic life event by providing
continuity with one’s past and helping one transf@¢Hutchinson et al., 2003; Kleiber et al.,
2002). Kleiber et al. proposed four functionsesure for transcending negative life events.
The first two are related to self protection angl thmaining two are related to self restoration
and personal transformation. In this section,dl@se the four propositions and ways in which
this study both supports and contributes to them.

In terms of self protection, leisure activities yice diversion from negative life events
(Kleiber et al., 2002). While Alice, Jack, Charlaad Rita did not explicitly discuss diversion
from thoughts of memory loss among meanings ofiteisthey pursued diversionary activities
that might have allowed them to avoid thinking leémselves as persons living with dementia,
such as watching television and movies, readind,spending time with friends. Such
activities may have given them respite from frigig awareness regarding their futures, the
disquieting emotions they experienced as a re$uitenory loss, and thinking about the loss
of independence and valued roles that was forced theem as a result of their diagnosis.

The second proposition suggests that diversioresyile can lead to an optimistic
attitude about the future. Kleiber et al. (200@}es that “...leisure has the power to restore
hope for one’s future despite dire circumstancps2@7). Engaging in leisure helped
participants to cope with memory loss by affordgngtection of their perspectives of
themselves. It also played an important role @ating hope for the future, particularly since

the participants were no longer able to work. uwessprovided an important space to find
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continued purpose and meaning in life, and busermse of hope for the present and the future.
Success in familiar leisure activities built comdite, leading to future success and a sense of
optimism for the present and the future.

Kleiber et al.’s (2002) final two propositions segt)that leisure can aid in
reconstruction of a life story that is continuoutivthe past and that leisure activities may lead
to personal transformation. These two propositepear to be especially salient for persons
living with memory loss. Leisure can aid in reciastion when it provides a sense of
normalcy. For example, Charles’ love of reading \adife-long leisure pursuit, and his efforts
to maintain this activity helped him to sustain idisntity as someone who loved to read. Jack
pursued physical activity all his life and contidue do so. As well, participants engaged in
activities with lifelong friends and family, whiadonnected them to their pasts. Kleiber et al.
argue that “resumed involvement in familiar leisut@us serves to affirm one’s identity and
reinforce valued aspects of one’s previous life”’Zp8). In this study, leisure affirmed identity
and reinforced valued aspects of life as it is usadaintain identity. Jack, Alice, Charles, and
Rita drew upon their resources to perform valudesro both familiar and new ways in order
to sustain personal and social identities.

In their final proposition, Kleiber et al. (2002)ggest that participation in leisure
activities following a negative life event can lsed for personal transformation: “While
reestablishing some semblance of a former lifestydates a degree of continuity that is
stabilizing, the changes created by the event nadipbrating for the discovery of new
alternatives” (p. 230). Alice in particular disered new alternatives for herself since being
diagnosed with dementia. She became a strong attvon behalf of other people living with

dementia, learned to use a computer, and devegeeater appreciation for the natural
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environment. Many of her photos depicted these alesvnatives. All participants were
creative and worked with their care partners td fiays to live with any new changes that
arose. They considered their abilities to adaptsoive their problems as a strong and integral
aspect of their new and shifting personal iderditi€¢hey transformed themselves to live
meaningful lives with dementia by altering theipextations and their leisure activities.

While participants transformed as they tackledwifth dementia in a daily basis, doing so
provided a sense of continuity — it showed they hatochanged after all, that they were still

the same people they were before diagnosis, addcinhad grown and were stronger because
of their experiences.

Kleiber et al.’s (2002) work was developed basedesearch that has explored persons
who have had physical accidents or a chronic ifnast memory loss. A sudden physical
accident can drastically alter one’s life immedwteMemory loss is more gradual. It has a
different type of stigma attached to it due to lteéef that cognition is vital for humanness.
Changes creep in and may go unnoticed until diagrarsl, even then, participants
acknowledged that they were not always aware ot wilaa changing them. Participants both
fostered continuity of identity while being openaid actively engaging in new aspects of the
self. Alice and Jack became engaged in new aetvihat were meaningful to them and
provided opportunities for transformation (e.gvachcy). Participants also wished to hold on
to who they were. Charles and Rita in particufgyesared to seek out opportunities for
continuity rather than transformation. This maydoe to the progressive nature of dementia
and participants’ recognition that the challendes/tface will become progressively more
difficult. It may also be due to threats on idgnéind the need to resist these threats and affirm

to self and others that valued aspects of thes#lfemain despite dementia. Nevertheless,
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Kleiber et al.’s four propositions regarding seaibfection and transformation highlight the link
between leisure and identity when experiencinggatiee life event. This study contributes to
further development of the propositions by considgthem in terms of an insidious condition
that requires ongoing adaptation. The paradoallenge and hope is supported by Kleiber
et al.’s suggestion that leisure can lead to aesehsptimism when coping with a negative life
event. Kleiber, Reel, and Hutchinson (2008) intidhat the four propositions compose a
continuum, moving from distraction to transformatioHowever, the paradox that pervades
the journey of memory loss suggests that theseogitipns are not necessarily a series of
stages for the participants to go through, wheeestarts to cope with the negative life event
through diversion, which can lead to a sense ahopin and hope, followed by reconstructing
identity to maintain continuity with one’s past amansforming oneself to incorporate new
aspects of one’s identity. Rather these four psdjf@ms can occur simultaneously, or may
shift in importance over time as abilities flucteiadnd good days and bad days are
experienced. They will likely occur again and agas participants must constantly
incorporate new challenges and identities intorthes, mourn new losses, and learn new

ways to tackle life with dementia.

Overcoming challenges in leisure

In addition to meaning-focused coping, the findimd this study provide insight into
how persons living with memory loss address chgkerin their leisure. They not only use
leisure to cope with the stress of living with dertie, but they also find ways to cope with
changes in their ability to participate in leisadivities. Sorenson et al. (2008) state that the
participants of their study “...wanted to participatehe daily activities and social life to a

degree adjusted to their present level of functigh{p. 297). The same was true for Jack,
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Alice, Charles, and Rita, who overcame many chg#erto continue engagement in
meaningful leisure. Many of their photos demoristtdhat challenges could be overcome
(e.g., Charles and his magnifier and reading back playing darts by himself, Alice’s jigsaw
puzzle). Baltes and Baltes’ (1990) model of s@leabptimization with compensation (SOC)
provides a framework to consider the ways in whighparticipants altered their leisure to
continue to participate. SOC suggests that aslpexperience age-related changes, they
choose among preferred activities and drop otlmeosder to maximize their strengths in those
preferred areas (selection). Selection can beeoti passive and intentional or unintentional
(Baltes & Carstensen, 1996). Then, older adultsrope their abilities in the areas they have
selected (optimization). They enrich their resesravhich leads to enhancement of
functioning (Baltes & Carstensen, 1996). Finalhgy compensate for constraints by drawing
upon internal and external resources to accommaaisges in order to continue to participate
in their chosen activities (compensation). Comp#as involves using alternate means to
achieve the same goal. When combined togetheththe components provide a way to
conceptualize how older adults adapt to loss (Bait€arstensen, 1996). “If implemented
together, the use of the processes enables peopladter their goals despite, or perhaps even
because of, losses and increasing vulnerabili{Baltes & Carstensen, 1996, p. 405). The
model accounts for both losses and personal growldter life (Baltes & Carstensen, 1996,
2003). The diagram in this research (see Figuenighasizes continued growth and
development regardless of memory loss. Alice, 8sadack, and Rita chose which activities
to continue to participate in and which to dromr Example, Jack dropped sailing because of
safety concerns, and focused on golf, which istis&y. Similarly, Rita decided to stay with

Skip-bo instead of learning how to play bridge.e¥loptimized their abilities in these
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activities by practicing their skills. In order ¢ontinually succeed in their preferred leisure
activities, the participants drew on a varietyegaurces to compensate for their losses. Itisin
compensation that understanding of the participanéstivity in coping with the changes that
dementia brings comes to light.

In terms of internal compensation, participantsrald activities so that they could
continue to meet the demands. For example, Ahose less challenging puzzles and tried to
build up her confidence to attempt more difficulizples. Competitive activities became
cooperative, or competition was turned towards ®self. Jack stopped competing against
others in darts because he was afraid he wouldeigiomeone. Instead he opted to practice
darts on his own and compete against himself. Al§ warticipants internally compensated for
their losses by altering their expectations of thelves. Instead of dropping activities when
they became more difficult, participants changeairtgoals to fit their current abilities. Alice
demonstrated this in her unwillingness to give amputer games even though she could not
make it through all of the levels she was once abt®mnquer. Instead, she changed her goal to
get through the first level, and celebrated hepagdishments when she did so.

Participants also relied on external sources ofpmrsation. These were either
interpersonal or technological. They relied oreotbeople to support them in leisure. Charles
depended on his wife who reminded him how to pleygames they have played for years.
Rita asked family members and friends to drivevileen she wanted to go shopping. Jack
depended on the other members of his foursomelinagypoint him in the direction of his golf
ball. Charles was particularly resourceful in gsieachnology to enable participation in leisure.
He used a magnifier to read, and he created hisng&®ox so he could read while sitting in his

chair or on his balcony instead of at his magnifids well, Charles and his wife used the

256



poles for walking so that Charles would not havaege a cane. He was able to walk further
and found going up and down hills much easier Withpoles.

Kleiber, McGuire, Ayber-Damali, and Norman (2008ygest that limits to leisure
activities may be beneficial. They argue that §m&img with an activity in the face of
obstacles strengthens one’s sense of self and miaisfication with the activity” (p. 348).
Participants in this study defined themselves imgeof their ability to solve their problems.
Charles’ adaptation of reading allowed him to aoumi to pursue this activity and he remains
deeply committed to it. Another benefit of limigmctivities involves increased attention to
other goals. When one activity is dropped in favafuanother, one may be able to achieve
new goals. For example, when Jack gave up hisacintork, he was happy to focus on
improving his golf game. The third benefit invadveiscovery of unintended capacities. Alice,
after being forced out of her job, focused on keure, and learned of her capacity to use the
computer and write poetry about her experiencése &0 learned of her passion and capacity
for advocacy. The fourth benefit refers to changesttitudes toward leisure and life.
Participants in this study appreciated the smalighin life, celebrated their accomplishments,
no matter how small, and generally felt satisfigthwheir lives despite having memory loss.
Optimizing abilities in some areas and not othdsna for participants to indeed be
successful in their endeavours. Kleiber, McGuetegl. (2008) suggest that there is a paradox
between constraint and benefit and this appeare the case for the participants of this study.
By engaging in the process of SOC, participant®taigd their constraints and found their
lives were richer.

Through selection, optimization, and compensatamticipants were able to cope with

memory loss to continue to engage in meaningfuviies. They used their resources to adapt
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both activities and their expectations of themszlvEhe model provides insight into how the
participants adjusted their activities to maintavolvement, but the study contributes to the
model as well. My findings show that SOC can amntiin the face of memory loss. While
Baltes and Carstensen (2003) suggest that everfredrglder adults can engage in SOC, they
indicate that the more resources one has, therlogtéeis able to engage in this process.
However, Alice, Jack, Charles, and Rita have reade#iat SOC occurs in the face of one of
the most feared and stigmatized diseases of il@edemonstrating that continued growth and
development occurred in memory loss as participdre® on a wide variety of resources in
order to maintain involvement in valued leisure.

This research provides insight into and expandsouent understandings of leisure and
coping with stress. Leisure does indeed play maifsegnt role in coping and living with
memory loss. Previous work has demonstrated listd true for persons living with physical
disabilities, but these findings indicate that pessliving with an illness causing dementia also
use leisure to cope with stress. Doing so helpsitto feel more positively about their lives

and gives meaning to their experience of memory.los

Negotiating Identities Through Leisure

When | began this research, | set out to underdtamdble of leisure in the enhancement
or re-creation of identity. Above, | discussed Weeys in which participants used leisure to
cope with stress related to life with dementialeinonstrated how Kleiber et al.'s (2002) work
on transformation of identity applies to the papints of this study. Leisure plays a key role
in sustaining and recreating identities in otheysvas well, and participants draw upon these

to negotiate threats to their identities.
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Identity is typically defined in terms of persomaild social identity. Personal identity
refers to consistencies and inconsistencies widisgpast, as well as similarities and
differences compared to other people (Hewitt, 1980qcial identity refers to identification
with a particular group (Kleiber, 1999), and deyps@ver time as the individual participates in
life and social groups (Hewitt, 1991). As discusseChapter 4, personal and social identities
were both supported and threatened by both diagmbsiementia and by relationships with
others. Beard and Fox (2008) suggest that othmrlpe&uestioned the autonomy and
competency of persons with dementia, which in tthreatened identity roles such as parent or
partner. Alice, Jack, Charles, and Rita receiveular threats but were able to resist them by
successfully tackling life with dementia. By tafjia proactive approach and adopting a
“fighting spirit” (Clare, 2002), participants trigd prevent their diagnosis and subsequent
changes from assaulting their personal and sateatities. Nonetheless, there is no doubt that
their identities were affected by dementia — adlerthey experienced a loss of valued roles
and independence which undermined their confidence.

Participants enhanced new and continued idenbiemngaging in meaningful leisure
activities. Leisure allowed them to play out valueles in new ways. Furthermore, since
many of their abilities in leisure remained, or lcblbe easily supported by others, participants
were able to protect valued aspects of their itiestthat were leisure-related prior to being
diagnosed. For example, Jack was able to maihtaipersonal identity as a physically active
individual. Additionally, by addressing the chaliges that they faced, the participants
emphasized their identities as individuals who weeable of managing a multitude of
challenges. When combined with acceptance frorarqgibople, participants were supported in

their social identities. Charles noted that bkliag his problems successfully, and
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subsequently having his actions affirmed by otheesieaffirmed his identity as a person who
solved his own problems in the face of adversktys photo of himself using his reading box
was his favourite since it demonstrated his absito others.

My findings demonstrate the importance of mainteesend preservation of valued
identities in the dementia context. Furthermdneytindicate that leisure plays a significant
role in identity for persons living with dementi&n this section, | explore how participants
negotiated their identities in the face of memassl | begin by discussing how the
participants were both affected by and overcamerthster status of having dementia. | then
explore the findings in relation to Sabat’s (20@brk on the social construction of identity in
dementia. Third, | explore leisure’s role in flilig Harris and Sterin’s (1999)

core values of identity in memory loss. Fourttidcuss how the findings of this study
relate to understandings of leisure and identiinally, | explore the role of leisure in creating

memories for family and friends.

Overcoming a master status

Charmaz (1995) suggests that when an individugibignosed with a chronic iliness, he
or she is assigned a “master status”. Upon diagnparticipants in this study were assigned a
master status of having dementia. Beard and Fad82studied persons with Alzheimer’'s
disease attending support groups to explore howttiexl to combat the master status of
dementia. They suggested that the label of deméatil both advantages and disadvantages as
“...study participants navigated the label both assmurce and a potential detriment” (p.
1519). The label could occasionally be advantagémuJack, Alice, Charles, and Rita if it
explained their unusual behaviour to others. lld@lso be detrimental when the master

status threatened their identities and participeset® viewed solely in terms of the dementia

260



label. This was apparent in the overprotectiosdaye of their family members and friends.
As well, losing valued roles as a result of densentidermined their previous identities and
highlighted their diagnoses as part of their idgntNonetheless, participants were often able
to override this master status by being themselfé®y found ways to act out personal and
social identity roles that served as a remindetrttiey were themselves first, and a person
living with dementia second. Leisure roles thaaeed work roles provided a means of
overcoming a master status of dementia. In lejquadicipants did not consider themselves
first in terms of their diagnosis, but rather imte of valued roles, such as athlete, advocate,
friend, spouse, and grandparent. They includedgshaf themselves in these roles that
demonstrated their identities beyond dementia.

Openness provides insight into how participantsteshdifferently to the master status
of dementia. For Jack, Alice, and Charles, disglesed to being supported to be oneself
within the context of relationships. Instead oingeopen with others about her diagnosis, Rita
tried to keep it hidden and avoided thinking ankimg about dementia so that people would
not change their perspectives about who she wésa. pReferred not to draw on support of
others, but instead maintained identity by beligwimat nothing about her had changed.
Avoiding disclosure of her diagnosis allowed heptesent herself to the world in a positive
way. She was able to circumvent the stigma andpowectiveness that the other participants
experienced to some degree, but unfortunatelyrdiationships with her family were
occasionally stigmatizing and she felt as thougly tho longer considered her to be a capable,
independent person. Overcoming a master statushelienging, but possible when

supported by others.
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Considering identity as a social construction

Further insights can be gained about identity @mentia when identity is considered to
be a social construction. Sabat (2001) breakdiigletown into Self 1, Self 2, and Self 3. Self
1 refers to personal identity, which is expressgdding first person indexicals. Sabat
suggests that Self 1 remains to the late stagdsroéntia. The participants in this study
maintained their personal identities in tellingitrstories, where referrals to self were
numerous. There was no indication that Self 1 @evaded at this point in the participants’
journeys of memory loss.

Self 2 refers to beliefs about personal and phi/sttaracteristics. Participants had
strong senses of who they were. They believellair abilities to address the challenges in
their lives and viewed themselves in certain waysh as being fun-loving, having a good
sense of humour, being an ordinary person, andytzegood friend. Leisure helped them to
maintain these beliefs by providing a space to easjzle their capacities and abilities.
However, Self 2 was threatened when they beganestupn their abilities or lose confidence
in themselves. For example, Rita sometimes doubtedshe could manage her diabetes on
her own when her family questioned her ability tamage it herself. As well, Charles was
guestioning his capacity to participate in chdtte believed he was beginning to require too
much support to remain in the group without botigthe other members.

Finally, Self 3 refers to social personae, whiah @nstructed in many different
situations. Each persona is associated with afgetrformed behaviours and requires others
to respond to that behaviour appropriately. Sé#f iBiost likely to be threatened if the
individual is not supported in valued roles thaingoise one’s personae. Many valued roles

have been lost and more may be lost in the neargutlack and Alice were no longer
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supported in terms of their work identities. Charteased participation in leadership roles in
his community because of changes in his abilitiatk in front of a group and discomfort in
speaking out because of uncertainty of what he tragi. However, leisure became a space
for participants to be supported in their personaesocial groups, Jack was able to maintain
the view of himself as a golfer and physical atyi@nthusiast. Alice was able to maintain her
personae as an advocate and nurturer throughddisuiaking care of her cat, her plants and
the birds on her balcony, and advocating on bedfdierself and other people with dementia.
Participants were also supported to maintain fammigt friendship roles. Others continued to
interact with them in ways that supported theintitg as part of relationships. Many aspects
of Self 3 were maintained for participants with to®peration of others in the context of
leisure.

By drawing upon Sabat’s work on the social consiomcof identity, the findings of this
study demonstrated that identity was not lost imeletia, but continued on in old and new
ways with the support of others. People in eadgs dementia try to maintain identity and
add new aspects of their identity while adaptinghange (Clare, 2002; Harman & Clare,
2006; Pearce et al., 2002; Steeman et al., 200gyesting that identity is not static, but ever-
changing over the dementia journey. Leisure hapraviously been explored as a space for
maintaining identity while adjusting to change iemory loss. This study supports the notion
that identities continue on in the face of memass| but it is unique in demonstrating that
leisure is a space for both sustaining and recrgadientities in this context.

Although the findings of this study indicated thaiure was a space for persons living
with early stage memory loss to sustain and cridataities, they also indicated that leisure

can threaten identity. When loved ones questigragticipants’ abilities, opportunities to
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participate in leisure were reduced. | saw thithwita in particular, whose family did not
believe she could take the bus to the mall. Assalt, she was unable to go as frequently as
she would have liked, threatening her view of Héesean independent person. Furthermore,
activities were altered and participants were nexgLiio adjust their own expectations of
performance in activities in order to accommodatetfiating abilities. This may strengthen
Self 2 in relation to how the participants see thelves as being able to solve their problems.
Conversely, it may threaten identities that areatly linked to leisure roles if fluctuating
abilities can no longer be accommodated and bediedsit one’s own abilities are eroded.
Presently, engagement in meaningful leisure engideiicipants to negotiate changing
identities. This may become more difficult as ggpaints continue on their journeys of
memory loss and face greater challenges, emphgdizndialectical and paradoxical nature of
identity that it can be sustained and threatend¢deasame time. Now that | have considered
the findings of this study in terms of the sociahstruction of identity, | turn to leisure’s role

in meeting identity values through leisure.

Meeting identity values through leisure

Harris and Sterin (1999) identified values of sadntity for persons with dementia,
including meaningful productivity, primary autonoyand comfort and security. Leisure
provided a space for persons living with memorg lmsengage in activities that address these
values. Leisure activities were often productegpecially since the participants used their
leisure to fight dementia by engaging in activitileat were believed to prevent decline.
Freedom of choice is inherent to leisure (Kelly83) and participants were autonomous in
making decisions about how to spend their leisume.t They were able to engage in some

leisure activities on their own, without havingrédy on a care partner. This was particularly
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evident in Jack’s autonomy in golfing alone. Heldandependently join a foursome without
having to depend on his wife to drive him to therse and pick him up. Leisure was also a
space for comfort and security as it occurred iysptal spaces that the participants identified
as safe. For most participants, leisure was shaitadriends who understood the challenges
of memory loss and who encouraged engagementsiaréethat supported one’s remaining
capacities. Leisure was a space to safely prachieés remaining abilities where risk of
failure was relatively minimal. Its relatively nahreatening nature allowed participants to
figure out how to balance the losses that they wgperiencing with their remaining abilities.
The findings of this study also add a relationgtopnponent to Harris and Sterin’s
identity values, since relationships and theirteglaoles were particularly meaningful to the
participants and their identities. Living in retatships was useful for sustaining social
identities and affording opportunities to play watued aspects of the participants’ identities.
Leisure provided a space for participants to conngt family and friends in ways that were
fun and enjoyable. It allowed them play out valuelés such as being a friend, a parent, and a
grandparent. The addition of relationships to lKBaand Sterin’s identity values lends itself to
a deeper understanding of identity in memory Ipasticularly since relationships play such an

important role in the lives of the participants.
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Leisure and identity

In addition to Harris and Sterin’s (1999) identiiglues, this study reflects and
contributes to our current understandings of tihe obleisure in identity formation. Kleiber
(1999) suggests that leisure plays an importaetiroldentity formation across the life span.

Kleiber (1999) argues that leisure is a space &tin Identification and differentiation.
Being with others establishes a sense of belonmirggroup that is different from other
groups. The participants in this study were suggabin their identities by being part of
groups, such as their families, friends, and inescases, groups of persons living with
dementia. At the same time, part of identity imed individuation, in which the person makes
themselves distinct from the group. Leisure ermlidividuation by allowing for alternative
ways of thinking and being. In this study, leisa®wed participants to continue to identify
with others and consider themselves to be partgobap, yet it also allowed them freedom to
think about themselves in new ways, particularlthwiilice, who found new aspects of herself
in leisure after diagnosis.

Kleiber (1999) argues that leisure has the greatgsdct on identity formation in terms
of individuation. He suggests that leisure conii@s to identity when it provides opportunities
for new interests. Again, Alice explored new ietds after diagnosis, indicating that leisure
did indeed provide a space for sustaining and aticrg identity. Kleiber also suggests that
leisure is important to identity formation when neterests are personal and reflect other
values. Alice’s emerging interests were carefallgned with her personal values of advocacy
and nurturing that were closely linked to her mugstareer. Third, Kleiber suggests that
identity formation is supported when recognitioonir others supports interests. The

participants spoke of the support and encouragetheptreceived in their leisure pursuits,
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helping them to sustain identities. Fourth, heggsts people develop capacities that in turn
reinforce possibilities. This component may be endifficult for the participants of this study
as their abilities change, but when they were sagfakin their activities, they gained
confidence and often felt that there were indeé&éropossibilities for them. Fifth, identity
formation is supported when the person is commitbetie activity. Jack, Alice, and Charles
exhibited commitment to their preferred activitiekack was dedicated to playing golf and
engaging in regular physical activity; Alice waswuitted to her advocacy work and pet and
plant care; and Charles was committed to his comikreading. All participants committed
themselves to using leisure to stall decline. Ifi&leiber argues that leisure plays a role in
identity formation when one feels comfortable ie gocial world related to a particular
activity. Participants in this study did not alvgagel comfortable in group activities because
of their fluctuating abilities, but Jack in partiaufelt safe golfing even with strangers
providing he could remember the etiquette of ghkisure continues to play an important role

in identity formation even when one has been diagdavith an illness causing dementia.

Creating memories

A unique finding to emerge from this study invaiviae creation of enduring memories.
Alice, Charles, Jack, and Rita used leisure toterpasitive memories of themselves for their
families. They wanted their families to remembgam for who they were instead of who they
may become as their memory loss progresses. Lgaehind a positive legacy of oneself was
an important part of their meaningful leisurewd#s yet another way participants used leisure
to sustain their identities and resist negativesjpectives regarding memory loss. To my
knowledge, this finding has not previously appearetthe dementia literature. Some work has

explored the importance of memory boxes in longiteare (Hagens, Beaman, & Ryan, 2003).
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Hagens et al. held reminiscence sessions witheetsdnd wrote poems from the words of the
participants. These poems, along with other megmimbjects were placed in the memory
boxes. The boxes helped staff to learn about tesidents and led to communication that
affirmed personhood. Alice, Charles, Jack, and Ritose to create memories of the present
for themselves and their families through leisuféey did not rely on others to initiate
memory making, but decided for themselves how thagyted to be remembered, and engaged
in leisure activities that would help them achi¢vat goal. Other research has explored how
mealtimes serve as a space for reminiscing abeytdbt, celebrating, and passing on values
and traditions to younger generations for persmisg with dementia and their partners in
care. Mealtime is used as a space to sustainyfaaeihtities (Genoe et al., in press). Leisure
similarly serves as a place to pass on valuesraddions and create positive long-lasting
memories of oneself for loved ones.

Turning to the family leisure literature, the netiof purposive leisure provides insight
into creating memories (Shaw & Dawson, 2001). Bathan being freely chosen, leisure is a
space to achieve goals set by parents. One of tiws includes creating a sense of family.
This is done in part by creating positive memoae8me spent together. Parents choose
leisure activities that they believe will resultponsitive memories for their children. This
differs from my findings, as participants chosalee to create positive memories of
themselvefor their children, grandchildren, and friends, gapports the notion of purposive
leisure since the participants have goals for tegsure that goes beyond freely chosen
activity. It expands our understanding of the nireguof leisure for persons living with

dementia.
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By creating positive memories of themselves foirtfamilies to remember them by,
Jack, Alice, Charles, and Rita resisted threaidentity and sustained valued aspects of their
identity. This theme warrants more exploratiofuture research as greater understanding of
the desire to, and means of creating positive mesof self could lead to alterations in
leisure practice.

In sum, although participants received a mastéustahen diagnosed with dementia,
they were able to express their identities throegdure. Personal and social identities were
supported through leisure activities when livinghamemory loss. Furthermore, leisure
provided a space for productivity, autonomy, arfétyeand security, and relationships for
persons living with dementia. This research expand understandings of identity within the
context of dementia. | now turn to further exptara of the role of leisure for persons living

with memory loss.

‘Not Just a Nomad Wandering in the Desert’: Leisuss Resistance

Previous research regarding leisure as resisiadtes that older adults without
memory loss use leisure to resist ageist sterestgpd age-related changes (Dionigi, 2002,
2006). Whether this was true for persons expeingnmemory loss was unclear before |
began this research. However, | believe that expgideisure as resistance is vital for
understanding the experience of memory loss siacgops living with dementia face both
ageism and the stigma of dementia. In Chapterekdaled that participants used leisure to
resist the progression of memory loss. In addjtidentity is threatened for the participants of
this study, yet they fight against this stigma bgaging in meaningful leisure. | now explore

how this study contributes to our current undeditags of leisure as a space for resistance.
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First, | discuss how persons with dementia usesiteito resist stigma and progression of

dementia. Second, | explore the link between teisidentity, and resistance.

Weathering the sandstorm: Resisting progression atigma of dementia

Marginalized individuals and groups often use ledo resist dominant ideologies
(Shaw, 2001; Wearing, 1995). Through leisure behas and interactions, people can
challenge the ways that power is exercised (Sha@lR Clare (2002) suggests that persons
living with dementia who accept their diagnosigafactively fight the challenges they face.
This can occur by being active and doing everytling is still able to do (Phinney et al.,
2007). Rita, Alice, Charles, and Jack took a simalpproach to their lives since being
diagnosed with dementia. They were able to wedltteesandstorm of negative assumptions
combined with the inevitable progression of denmeenfor example, Rita often spoke of
fighting the disease through her sense of humodipasitive approach to life. Actively
engaging in the world demonstrated to others th@participants’ lives had purpose. Their
leisure provided a space for engaging in behavaowdrinteractions that resisted commonly
held negative beliefs about persons living with datia. Indeed, leisure might be taly
space for participants to challenge power relatatrthis stage in their lives since they have
lost valuable work and community leadership roles.

Resistance was both intentional and unintentioBaagv, 2001). In terms of resisting the
progression of dementia, resistance was intentioRalticipants purposely chose activities that
they believed would defend against further memosg l(see Phinney, 1998). Indeed, Jack,
Alice, Charles, and Rita included photos of thensgkngaging in mentally stimulating
pursuits to demonstrate how they tried to slow peegion. Mental activity was valued by

persons living with dementia and believed to beartgmt for maintaining ability (Beard &
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Fox, 2008). Other researchers have shown that attidts intentionally resist aging bodies
through leisure (Dionigi, 2002, 2006; Hurd, 1999he older athletes in Dionigi's (2002,
2006) research purposely chose competitive sporssist their aging bodies, believing that
participating in sport kept them young and warddiowanted age-related changes. As well,
the women in Hurd’s (1999) study intentionally cagysical activities in order to avoid
“being old”. Of course, the participants in thisdy had more to contend with than simply old
age. Leisure directed towards preventing declmogiged them with feelings of control over
their fluctuating abilities. In contrast, Ohmarakt(2008) report that persons living with
dementia felt that they could not affect the pregien of the disease, and avoided memory
training. Ohman et al.’s participants intentiopahosenot to resist progression of dementia
since they felt it would be ineffectual. Jack,o&j Charles, and Rita may have been different
as a result of their extremely positive attituded their willingness to fight dementia to the
best of their abilities.

Participants also resisted stereotypes associatedlamentia. This type of resistance
was largely unintentional, as they appeared toraevare that their actions might be resisting
dominant negative views of dementia. Frequentytipipants engaged in leisure for its own
sake without recognizing its potential for changattitudes and perspectives. For example,
Rita wrote poetry to remind her grandchildren obveine was before experiencing memory
loss. In doing so, she resisted stereotypes obdéen She demonstrated that persons with
memory loss are still capable of completing compéesks and drew upon her own memories
to show that she remembers much of her life. Tdssstance was unintentional, as Rita was
surprised, although pleased, when | asked heeifalhthat writing poetry was a way of

reminding others that she is not just a person migimory loss. Engaging actively in life was
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valued among all participants and demonstratedhters that dementia was not necessarily
related to withdrawal from the world. Jack did nohtinue to engage in physical activity with
the intention of changing others’ attitudes, balhea to maintain physical health and fitness.
However, in doing so, he demonstrated that livimignywmemory loss did not have to be equated
with disengagement. During our participant obsgowesession, a neighbour stopped and said
hello to Jack. When Jack told her he had Alzhesnshe was shocked by his abilities. In
fact, frequently participants received commentsifithers that they did not appear to have
dementia, or that they were managing their menusy Very well. This may be due in part to
their active engagement in life. They were ableltange perspectives on dementia by being
open about their experiences and demonstratintherothat early stage memory loss is not
just about loss and decline, but also includes laopkepersonal growth.

While resistance was largely unintentional, Aliomsciously chose to advocate and
change people’s perceptions of memory loss. Wheradopted her cat, with the support of a
close friend, she demonstrated to powerful otHeatspeople with memory loss are in fact
capable. The participants were eager to demoastraithers that they still had many abilities,
and success in leisure activities provided a meédsing so. Alice emphasized that leisure
showed her friends and family that she was capabimilarly, Jack wanted people to know
that he could still do things. The participantgkeal to change the negative perspectives of
their family and friends, and often these intendiloacts of resistance occurred within leisure.

Resistance can also be individual or collectivea{®&2001). Individual resistance
occurs when individuals resist their own situatiansd it impacts only themselves. Collective
resistance transpires when groups act togetheststrdominant ideologies. With the

exception of Alice, who works with other people hemory loss to resist negative
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stereotypes through her advocacy, resistance wgalyandividual. Resistant acts within the
sphere of leisure revealed that life had meankarticipants demonstrated to others that they
were still capable individuals who continued tothemselves despite the challenges they
faced. However, Shaw (2001) suggests that anighafV's act of resistance can be both
individual and collective as it can change presuomstnot only about the individual, but about
the group as a whole. When Alice adopted herstegt believed that her actions would affect
other people with dementia and hoped that in thad,)the SPCA would think twice before
refusing to give a pet to someone living with meynoss. Alice hoped this act was one of
collective resistance, not only benefiting her, thinging perspectives so that all persons with
memory loss could be perceived differently. Alidack, Charles, and Rita wished to be
treated in the same ways they were before thegndisis, and they proved to others through
their leisure-related accomplishments that theyrhady abilities. In doing so, they may have
opened others’ eyes to the reality of life with éetna, highlighting the differences between
early-stage and end-stage dementia. Althoughdifffisult to know how successful they were
at changing attitudes in this study, their actisese both individuahnd collective acts of
resistance.

Ideally, resistance should lead to feelings of ewgranent and social change.
Demonstrating capacity through leisure led to selifidence and greater willingness to try
other activities. For example, Alice worked onO®piece jigsaw puzzle and gained the
confidence in herself that she would be able t@atAb0-piece puzzle next time. Through
leisure activities, participants felt they could’baome degree of control over the rate of
decline by participating in mentally stimulatind¢igity. They made their own choices about

how to spend leisure time and were supported iseticboices by others. They used their
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leisure to remain productive and engaged in lifieicltv became more difficult as they lost

valued work and community roles.

Finding an oasis: The intersection of identity anm@sistance

Leisure provided an oasis in which participantsenadsle to be themselves. They
worked through identity dilemmas and resisted tlaster status of dementia imposed upon
them by their doctors, family members, and friendéearing (1998) argues that resistance
leads to the creation of new and alternative idiesti It allows individuals to challenge
imposed definitions of self. Wearing maintainsttlegsure can be a space for
“...reconstituting the self and rewriting the scrgbtidentity. There is room here for
subjectivities other than those that are ordingrilyscribed for one” (p. 146). In choosing
leisure that demonstrated productivity, autononmg eapacity, participants both sustained and
created leisure identities that were more positinam the label of dementia implies.
Furthermore, resisting identity loss through legsallowed participants to break Cheston and
Bender’s (1999) cycle of identity loss by providithggem with new roles, decreasing risk for
neurological degeneration, and in turn, maintairdagacity to perform remaining roles.

By resisting stigma through engagement in leishag allows for making decisions,
emphasizing abilities, expressing feelings andsfeand identity continuity and transformation,
Jack, Alice, Charles, and Rita were able to resgative views regarding dementia. Morell
(2003) argues that empowerment is associated hatlability to define oneself rather than
accepting definitions provided by others — selfiigbn is an act of resistance. While the
older women in her study did not have dementiay thsisted being identified with disability
and death and they refused to view themselves ghran ageist lens. They emphasized that

learning continues with new experiences and thaac#es grow as life changes. Similarly
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Jack, Alice, Charles, and Rita resisted being ifledtsolely in terms of their diagnosis of
dementia. They continued to learn and grow thrdagure and by adapting to their
fluctuating abilities. They experienced new thiagsl embraced life and all that it had to
offer. They defined themselves in relation to theisure activities and family roles. By
defining their identities on their own terms, thregisted others’ definitions of dementia and
the assumption that identity is lost.

Leisure was a space for Alice, Charles, Rita, awt Jo resist both the progression of
dementia and negative stigma associated with metassy All four participants sought out
ways to resist the progression of memory loss lgagimg in mentally stimulating activities.
They also resisted negative attitudes and assungpti@t threatened identities by trying to
change attitudes of their family and friends regagdheir remaining abilities. Jack, and
especially Alice, sought out ways to change negattigma that society attaches to memory
loss by advocating on behalf of themselves andrethang with memory loss.

By continuing to actively engage in leisure andeade others about their experiences,
participants changed perspectives about what inttedive with dementia. They embraced
life instead of withdrawing from it, and in doing,g2hey established that memory loss does not
have to be associated with so many negative stgre®t It is not the death sentence that
Ohman et al.’s (2008) findings suggested. Paditip preferred to be seen in terms of their
abilities rather than their losses, and leisurevadld them to demonstrate, as Alice suggests,
that they are not just purposeless nomads wanderithg desert. They had much to give and

gain in their lives and current situations.
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Contributions to Personhood

This study was guided by Kitwood’s (1997a) persmthapproach to dementia care. As
such, | focused on the abilities and experiencesahory loss, not on deficits associated with
dementia. Kitwood’s intention was to develop astal approach to dementia that considered
the person’s psychosocial environment, which igloe&ed in the dominant biomedical
model. While personhood is useful for ensuringd teaearchers include the voices of people
with memory loss and focus on lived experienceaiathan deficits as a result of dementia, it
has received a great deal of criticism. Kitwood®k has been critiqued for overlooking
persons living with dementia in the community. ®osuggest that leaving personhood until
one enters long-term care is too late (Cheston &dBg 1999b; Morton, 1999). Additionally,
the approach is criticized for its failure to catesi reciprocity of care (Dupuis et al., 2008;
Nolan, Grant, Keady, & Lundh, 2003; Nolan et a02) and agency among persons living
with dementia (O’Connor & Bartlett, 2006). Kitwosdassertion that personhood is bestowed
upon one person living with dementia by otherssftilrecognize persons with dementia as
being persons in their own right. Clearly, a beradbtion of personhood is required, and the
findings of this study can be used to expand unaedsngs.

Rather than having personhood bestowed upon tlyesthiers, personhood was
inherent in the participants in this study. Thiegd in the context of reciprocal relationships
and they sought out meaningful leisure in whictytbeuld be autonomous. They chose to
engage in purposeful activity that helped them iieelontrol of their lives and contributed to a
sense of hope for the future. Kitwood’s (1997ajkvmoves us towards a more positive
perspective of dementia, but places responsiliditypersonhood squarely on the shoulders of

others. While Kitwood indicated that his approfmtuses on abilities, he failed to recognize

276



the capacity of persons living with dementia toeta&sponsibility for their own situations and
care. The participants in this study lived in tdomtext of relationships, and received a great
deal of support from family and friends, yet thegk responsibility for their own lives. Their
optimistic attitudes and willingness to fight dertiartame from within. When they were not
supported by family and friends and received tlréaidentity, they fought these threats.
Kitwood would suggest that personhood is lost @amss it is not supported by others, but the
participants of this study showed that they coidditffor their personhood on their own terms,
and leisure provided a space for them to do so.

Personhood has been criticized for its failureetmbgnize agency among persons living
with dementia. In response to this oversight.scadlve recently been put forth to consider the
notion of citizenship in dementia research (Baldwd07; Bartlett & O’Connor, 2007).

Bartlett and O’Connor state:
One of the main boundaries of personhood is itk &dgolitical dimension. In
cognate literature, including social gerontologytical psychiatry and disability
studies, a citizenship lens is used to promotestais of discriminated groups of
people to that of an equal citizen, with the samté@lements as everyone else. (p.
108)
Bartlett and O’Connor go on to critique personhémdailing to: “...recognize a person with
dementia as social actor, capable of exerting pandrinfluence” (p. 110). | have considered
the political nature of leisure and explored hovs i space for participants to resist stigma.
The participants of this study exercise power girtbwn lives, and use that power to change
the way other people perceive dementia. Barttedt@ Connor call for research that includes

citizenship and ideas about agency and structacethas study begins to consider aspects of

citizenship, agency, and structure in the livepafsons living with dementia, revealing leisure
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as an ideal space to broaden our understandimgsrsdnhood. Leisure becomes a space for

recognizing and supporting humanness.

Engaging in Leisure Together: The Reciprocal Natucé Relationships

Since relationships played a prominent role inlitves of the participants of this study, |
have considered the findings in terms of a relatigp-centred care approach to dementia.
Relationship-centred care recognizes both the emgss of individuals and the
interdependence that shapes lives (Nolan, DaviesyB Keady, & Nolan, 2004). Nolan et al.
(2003) suggest that relationship-centred care allimvfocus on both intra and interpersonal
dynamics of caring relationships. Positive relagiops are based on a balance between
independence, dependence, and interdependencan Blahl. (2003) suggest that in order to
achieve a caring relationship, there must be anbalaf mutuality and respect. They suggest
that this can be achieved when the care partneparsn with memory loss are able to
reciprocate within the relationship. Reciprocitgyrbe as simple as positive emotional
feedback from the person living with memory lossiiRing, 2002).

Jack, Alice, Charles, and Rita were indeed bothusmiand interdependent. Their
relationships with family and friends were recipaband they took pride in the fact that they
could still contribute. Although Alice sometimesubted her knowledge, her sons recognized
her abilities and sought her advice. In doingrsytacknowledged both her uniqueness and
her ability to contribute to their lives. Alice @mRita both learned from and taught the children
in their lives. Charles liked to be able to heip\wife with the chores around the apartment.
All participants considered themselves to haveecfasndships, and leisure served as a space
to act out reciprocity of support. In leisure,&#pent time with a friend who was recently

widowed. Jack and his wife served as supportariother couple who were living with Pick’s
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disease. Participants and their loved ones spentre time together and encouraged each
other while doing so. The findings support thatiehship-centred care approach to dementia.

Furthermore, they highlight the possibilities ablee as a space to nurture such relationships.

From Plunging into the Ocean to Basking in the Sumse: Reflecting on the Research
Journey

Now that | have explored how this research contebto the current literature, | turn to
my own role in the research process. Dupuis (18883 for greater reflexivity in leisure
research, arguing that our understandings of therénce of leisure are enriched with the use
of self in leisure research. Reflexivity shows hibw researcher is part of the social
phenomenon that she wants to understand. Itpageso examine personal and theoretical
commitments to see how they impact the researdileRvity is a key component of
crystallization, shedding yet another perspectivéh@ phenomenon in question. In this
section, | include excerpts from my research jourhaddress the research process |
experienced and how | came to understand the jpentits’ experiences of leisure. In doing
so, | explain my own journey throughout the resegmocess. My first journal entry was
written near the beginning of the research jounvbgn | was immersed in the proposal
process. Since it sets the stage for the studyekaowledges my own viewpoints, | have

included the entire entry.

September 11, 2007

My partner, Chris, and | spend a week or so evargust at his parents’ cottage in
Nova Scotia. The cottage is on a cove that is pa8t. Margaret’s Bay, not far from beautiful
Peggy’s Cove. This year the weather was a mixdtibright sunny days interspersed with

fierce rain storms. The sunny days were pleagaritnot warm enough for lounging on the
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beach or swimming in the ocean. Each day | lod&rdingly at the water trampoline moored
to the wharf. Since Chris’ cousin told me that titeenpoline was great for lounging, all |
wanted was to climb onto the trampoline and baskéisunshine. The chilly breeze, and 50
feet or so of freezing cold salt water stood inway. The combination of cold rain, and only
moderately warm days had reduced the water tempexab a mere ten degrees Celsius.
Finally, the day before we left, the weather wasnwanough to consider wading in. Chris
ventured in first — having grown up spending sunsnagithe family cottage, he was used to not
only the cold water but the sharp stones thatrkitethe ocean’s floor. | eased my way in,
nearly crying out in pain between the frigid waserd the rough stones digging into my tender
feet. The cold water physically shocked me. Mythrate changed and my muscles clenched
involuntarily. But | persevered and eventually wdaut to the trampoline, climbed on, and
basked in the warm sunshine while the water quiekporated off my skin. | sat out there for
quite a while feeling warm, relaxed, and generatiptent. | was pleased with myself that I'd
braved the Atlantic Ocean for an hour or so of steegoyment in the beauty of the world
around me and the gentle rocking of the waves uredgh the trampoline. After a while,
Chris’ friends showed up for barbecue, and it wasetfor me to join them on dry land. Upper
Canadian that | am, | had forgotten that since tide was low when | ventured out, it would
be considerably higher on the way back in to theche My walk out had been a slow and
gradual immersion into water no higher than my websit going back | had to plunge in all at
once, chin deep. If | thought the shock was baditkt time, it was much worse the second
time. | raced for the shore as fast as | could ara greeted at the beach with a warm and
fluffy towel, and eventually | returned to normaldy temperature. Although the water

shocked me, made me cry out in pain, and | consitierrning back more than once on the
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trip out to the trampoline, there is no doubt titatias worth it for the sake of the pleasure of
basking in the warm Nova Scotia sun. | suspedtyesar I'll venture out again to experience
the deep relaxation that comes from being on thewa

A few weeks later, as | began to work on my diggen proposal, grappling with
notions of crystallization and criteria, and repeggation in qualitative research, the image of
my afternoon on the water struck me as an apt nhetafor my academic experiences so far.
This life | have chosen has often frustrated md,rande me want to cry out in pain. On more
than one occasion | have considered heading baskdoe, but in the end | suspect (I hope)
the agony leads to more positive feelings — ofgismmething worthwhile, of grasping some
new abstract concept that has eluded me for so, lohfggeling that I've finally done something
| can be proud of. | also suspect (and have erperd so far) that these positive feelings are
relatively short lived, that I'll inevitably plungeeck deep into situations that take me out of my
comfort zone. So | bask in those good feelingswhey are present, and look forward to
them when they are looming on the horizon. | imagny dissertation research journey will
continue on in this vein — moments of joy and haggs, alternating with moments of
confusion and frustration. It is with this metapffiomly planted in my mind that | begin to
journal about my research journey.

This study has been percolating in my mind sihoetly after | arrived at UW to begin
my PhD. It has evolved over many funding applacaproposals, through my course work
and as | worked on my comprehensive exams. IthsSherry’s guidance that | have come
this far and have been able to formulate this psgbo But it is a project that started out as a

meaningful and it has since grown multiple layensrhe.
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My own values have grown and changed since begjrthis degree, influenced by
both my academic and personal life. My researdh e Eating Together Study has given
me the opportunity to meet courageous people wadiang with and fighting against
dementia. While they grapple every day with changeheir lives, they find ways to live their
lives to the fullest, whatever that may mean tonthés a result of dementia, they have come to
appreciate the small things in life that once wamhoticed. In some cases they've learned
how to de-stress their lives by focusing on thekrthings, and focusing on the things that
they value most. From them, | have learned thertapce of cherishing every day, and of
appreciating the small things. | am not alwaystjgaarly successful at this — the stress of the
academic life | find often gets in the way of myigito really live my life to the fullest, but |
am learning how to do so.

These changes in me come from more than just eareh | have been involved in.
My mother passed away just before Christmas last y8he was 61 years old. Her short life
again brought into my view the importance of reéiling everyday; of appreciating what |
have and not worrying so much about what might Issimg from my life. | remember talking
with my sister shortly after returning back to sochim January about how we were focused on
our own eventual death, and how it was impactingdacisions. “Well, | may as well eat that
piece of chocolate cake since I'm just going toedientually anyway”, | joked. While
chocolate cake may seem trivial, other decisiomsrant; decisions about how to live one’s life
as if it might completely change at any minute. vbther’s death was not sudden, and we
watched her world close in on her as she progresisexigh her iliness. It didn’'t change in a
minute, but it certainly changed. | don’t know howy mother perceived her life near the end,

but I don’t think she experienced a great deallefpure in it. I'm not sure if she experienced
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“leisure moments” as time went on. She couldnit@ntrate on a novel, she couldn’t hold the
newspaper, she couldn’t sit in one spot and khi, certainly couldn’t weed the garden. She
couldn’t even talk on the phone to us, her sidter,cousins and friends. She was always a
social person, and | suspect that was the hardwsgtfor her to give up. She did some yoga.
Apparently she watched a lot of CSI Miami. Shespdot of time eating in order to keep up
her strength.

It is these two experiences, combined with an ehg supportive partner, that have
changed my life. Before my PhD, my leisure wagdahto social activities with friends,
watching a bit of TV, and reading fiction. But hmyto deal with my mother’s illness and
death, and frequently being immersed not only terinews with persons living with dementia
and in the literature surrounding dementia was @ttotake. As well, | was frequently fairly
miserable with the workload and constant strugghvith academia and feelings of
inadequacy as a student. Changes had to be maug life, and they came in the form of
leisure. | renewed my interest in horseback ricamgl | take weekly lessons. Being at the
barn gives me space to forget about everythingielgey life. It takes all of my mental and
physical concentration to take the horse througieaes of jumps in the ring. I've also taken
up photography, which allows me to creatively capthhe beauty in the world. | am deeply
satisfied when | take a beautiful photo. Photodmajs also a learning process for me, and |
hope | can use my leisure time to continue to geeva photographer. | continue to read
fiction, which | find relaxing, helping me escagplity for a few moments each day. | largely
value these pursuits for the break they give mm fitee daily routine. They remind me that |

am not only a student, but there are many moredspe my identity. As a result of my own
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leisure pursuits, and my interest in leisure stadtais research is influenced by my belief in
the value of leisure for adding meaning to a peistife.

The remainder of this section includes reflectionghe research process, including
data collection and data analysis. | use excémpis journal entries to describe the processes |

went through to uncover the paradox of challengkhape with the help of the participants.

Making new friends: Data collection

One of the most personally meaningful aspecth@fésearch process was the
development of relationships with the participanfée spent a great deal of time together, not
only talking about their experiences, but having fhile they taught me their favourite leisure
activities. Data collection was certainly the afi¢he most enjoyable aspects of the research,
although it was not without its challenges.

On the whole, interviews went very well in thisdy. Occasionally, they were cut
short by the energy level of the participants, yptheir comments that they were having a bad
day and were having difficulty thinking. One intw with Rita was cut short because she
had plans to go out with a friend. On Marct'26journaled about how well my first
interview with Alice went, although questioned teegth of my interview guide. Alice and |
had worked together previously, and had alreadly tapport:

Alice also told me she was having some troubleytdmcause it had been a busy

week so far, with lots of family and friends visg. However, to me she seemed

like her usual reflective cheerful self, and | tghuthe interview went quite well.

She is expressing a good deal of enthusiasm fosttldy and told me about some

of her leisure activities, like crafts, playing cpmer games, and walking. It

seems like we covered a wide range of things inntexview and we talked for

just over an hour and a half (I wonder if my firsterview guide is a bit too long

perhaps?). She was easy to interview and gaveghiiul and interesting
answers. (March 26)
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Interviews were challenging when participants fie#td or had difficulty accessing their
thoughts. Much of this was my own fault. As deddlection went on | began to get excited
about the emerging findings, and sometimes my am@Bm got the better of my interview
skills:

Today | had my third interview with Charles. It sva tough one. Charles was

feeling tired and | was asking particularly longaged questions. I'm not sure

how the interview turned out. | could tell thatatles didn’t feel comfortable in

it. We ended somewhat early, but we were mostiyedanyway. | think the

previous two went better, but | guess that is pathe long interview process. It

was difficult to get at whether leisure is useadtpe when living with dementia,

or what it means, although | guess that can be toaadticulate for anyone. 1 left

feeling somewhat dissatisfied with the intervieWl@e while acknowledging my

own fault in all of this, wanting leisure to be paps more than it is for Charles.

| felt like 1 wanted to answer the questions fanhand | wanted him to say what

| wanted to hear, which he did not. | think | ditay in restraining myself

though. Perhaps not the best researcher, but llbpadt the worst. At least |

can recognize my own weaknesses right? (May 28320

Data collection was exhausting and did not alwgryss planned. | journaled after my
third interview with Jack, which | felt had gonerygoorly: “My mind is fuzzy and not clear,
and | am completely exhausted for no reason. rAdlli it was not a great day for an interview,
at least from my perspective...” (June 13, 2008). ilgMnterviews went well for the most part,
| certainly felt myself plunged into the deep culdter when I lost confidence in my interview
skills and felt | lacked the ability to collect hignterview data.

In addition to the interviews, the use of phota@eoivas both challenging and

rewarding. Photos served as cues for conversatidrparticipants expressed enjoyment in
using the photos to talk about their leisure. ¢wihg my second interview with Charles, |

wrote: “We chatted a bit at the end about how thet@s went, and Charles seemed to think

they were a good idea, and liked how they promptedto show me how things worked”
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(April 25", 2008). A few days later | addressed both adgmstand challenges in using the
photos:

| think the photos are working out well as a “jumgioff’ place for discussion

about leisure. They seem to serve as cues for thkgparticipants want to talk

about, although | am still finding the guide awkdaand | don’t use every

question for every photo. (April 292008)
| believe that photovoice added a unique elemetttisostudy and was very useful in data
collection for allowing participants to recall thesure activities they wanted to talk about.
However, participants and their care partners esga@ concern about taking the right photos,
or even good photos. | reassured them that indidnatter what the photos looked like and
there was no right or wrong:

| get the impression that Rita worried a little &iout taking the “right” photos,

but | reassured her that they were fine. AgaieytAre mostly photos of her

doing activities, such as her with her granddauglaed her with her children.

She is similar to the previous two participantstiat she had someone take

photos of her instead of taking photos of thingséi. (April 29", 2008)

After Alice’s second interview where we discussed photos, | journaled about her comments
regarding the meaning behind the photographs:

Alice also found a great deal to talk about in eglobto. She commented on how

each photo really meant more than she thoughtwweyd when she took them,

even though she did put a lot of thought and carmaitbn into what she wanted

to take. (May 5, 2008)

The most challenging part of data collection forwees participant observation. | had a
difficult time learning new activitieandremembering all of the conversation, context, and
events of each session. | journaled about thdestgds throughout the process, but this
excerpt spoke to my reservations about my observaibilities:

Today | had my last meeting with Alice. We did tpapant observation,

including crocheting, rug hooking, and Yahtzee. membering three different
activities over three hours is very difficult! bpe I've done the notes justice. It
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seems to take me forever to write up my observisigs) and | still have no idea
if | am doing them correctly. (June 16, 2008)

After completing six participant observation seasid began to address some of the insights
this form of data collection added to my researchoted how participant observation data
differed from interview data and how it helped raédtild rapport with the participants.

Participating in leisure with the participants...ggvene a different insight into
their lives. Not being recorded, and doing sonmgtfun with no real structure
like an interview guide changes the nature of titeraction. We're having fun
together rather than working together, antldoes shed light on different aspects
of the participants’ lives...They tell me aboutitHeisure, and they tell me about
their memory loss, but in talking to someone, ifogimg time with someone,
without a constant focus on the study, other aspefctheir lives come up...Also

| like to think that the participant observationgs me some insight into what it is
like to participate in some of these activities. nhany cases, | did new activities
that | had never done before. | had to be tawgid, | felt slow and unsure of my
moves, whether what to do next in a game, how td tih® equipment, etc. | was
uncertain of the rules and needed to be reminded, this is something that
Charles in particular tells me is a problem for Hitme others so far seem to be
able to remember rules). | felt happy to havestiygport — to be supported to play
a new activity with patience and kindness, and lger@minders, as | am sure
Charles must feel as well, as he has indicated @athments like “[my wife] is
such a beautiful caregiver”. The difference is fioe | can learn it, pick up the
skills in a short while, and my speed gets fagtey,reactions quicker, patterns
jump out at me. (June 30, 2008)

Participant observation also gave me the oppostuaiteflect on the embodied nature of
leisure participation. It gave me a glimpse irite éxperience of leisure for the participants
that | felt | could empathize more strongly witle tthanges they were experiencing. In the
excerpt below, | reflected on what it must be li&dind familiar activities changed to the point
where one has to relearn them each time they émnth

Yesterday was my last meeting with Charles, andweat pole walking along

[the river]. This was my first time pole walkingnd it was kind of a strange

feeling. My body felt awkward and stiff as | triéd negotiate the use of poles

while walking. | couldn’'t seem to settle into ayttm using the poles as |

walked...It was like relearning how to walk in somays, although probably not

as difficult as actually learning to walk. It fedtrange to have to think about
walking, instead of just relaxing and walking likae usually does. Charles told
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me it took a long time for him to get used to ib,tgo that made me feel a little
better. I'm not sure how my own learning expergniroughout this process
relates to dementia. Learning these new activitidgether games, or something
physical like yesterday, makes me wonder what itike to have to relearn
everyday, as some of the participants mentionellarl€s talks about forgetting
the rules to the game, forgetting whose turn, etchave the opportunity to
remember the rules, remember how Charles told meal& with the poles...|
can’'t help but reflect on my own learning procesd aonder what it would be
like to have to start over each time | try to davell known activity. | was
complaining to Chris not that long ago that | didigel like | was getting any
better at horseback riding. I'm not getting strengnot remembering the
multitasking required to use my body to guide tbesk. It's disappointing to me
that | don’t see progress within myself when I'mdimg. What is it like to lose
progress, to feel like you're starting all over imgavhen you know you did that
same activity yesterday or a week ago? (May 20820

While each data collection tool provided its owmlddnges, they also contributed significantly
to the findings of this study. By using all threethods, | had a mountain of data to analyze,

and | now turn to addressing some of the joys dnradlenges of the data analysis process.

Drowning in data: Data analysis

Data analysis occurred simultaneously with dateection. Themes began to emerge
early in the data analysis process. My first mitaw was with Jack, and | noticed the tension
between positive and negative aspects of life imately. After reflecting on the first three
interviews, | began to think this might be a kegeexe of the experience, but was not yet sure:

| can see in Charles’ speech the contradiction éetwthe experience of the
illness and having a positive attitude. This seeémgome through in all the
interviews, and | wonder if it is part of the esserof the experience of living
with dementia. (April 9, 2008)
The theme continued to emerge as | delved intal¢t@iled line by line approach for analyzing
data:
My overall sense of the data at this point for Jacthat his experience seems to
be characterized by juxtaposing a positive attitwith the experience of change.

It seems his experience is contradictory in that do&nowledges negative
changes, or losses, yet immediately places a pespin on his life. It's almost
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like a give and take of the positive versus theatigg. Anyway, this is my
overall sense of the first transcript. Sort of i§has changed, this is lost, but life
Is great because of this and this.” (April 22)

A month and a half after data collection commentéegan to really struggle with data
analysis. The fact that this was my first atteatgthenomenological data analysis became

very evident

| have just completed my first attempt at analyziR®js first interview. Again
this was a challenging feat! Discerning essensesdre difficult than | thought.
In comparison to the P1 data analysis that | hareedl think they are somewhat
similar in that the lived experience continues éoabout juxtaposing the positive
and negative. Again, P3 acknowledges losses amadgels but stresses the
importance of having a positive attitude, and elgethat he does indeed have a
positive attitude to living with dementia. The jagosition is less obvious in this
interview, yet | think it still remains. (May 3028)

Once data analysis was nearly complete, | refleatethe process again, hoping | was doing
justice to the stories of the participants in mglgsis process:

| finally feel as though | am making some progressthe data analysis. Things
are coming together; the pieces are beginningki® $ghape as a whole. However,
at the same time | am struck by the complexityheiirt experiences and | worry
that | cannot articulate this complexity. By sepa@ the essences of the
experience, is part of the experience lost? How til their stories in such a
way that reflects the contradictions, juxtaposiiorand paradoxes that the
participants experience on their dementia jourraey] still produce a story that
the reader can follow with minimal confusion? Rigihson is absolutely correct
in her assertion that crystallization provides ughwa completely partial
perspective of the phenomenon. | feel as thoughkkK the finesse in my writing
to truly get at the intricacies of the participanéxperiences without losing
something of that experience along the way. (O2008)

Despite the challenges of data analysis, | loveddgoenmersed in the rich data | collected.
The challenges were welcome ones, and | thorougfjlyyed working through them. In
December, | wrote: “...the research is the fun parmy life right now, it fills me with joy and
hope, and | enjoy working on it. It's stress-fes@ademia, at least for a little while” (Dec. 18,

2008).

289



Reflexivity sheds light on the research processhawd the researcher both
influences and is influenced by the research psc#sallowed me to reflect on my
own leisure and my experiences with the researsbgss. It provides insight into the
research process and how | came to thoroughlygtigr(Richardson & St. Pierre,
2005) understand the phenomenon of leisure witiercontext of memory loss. This
section provided a very brief overview of my resbgourney. It was certainly worth
the struggle, frustration, and feelings of beingrevhelmed to arrive at this point. |

hope | get to bask in the sunshine for at leastla While.

‘A Picture is Worth a Thousand Words'

A significant part of the data collection processlved the method of photovoice. As
discussed in Chapter 3, photovoice is a particiyadotion research method with the ultimate
goal of creating social change. Photovoice resesscand their participants display the photos
for the public to learn about the phenomenon undestion. Photovoice has potential for
empowerment among those who participate in it. éxample, Levin et al.’s (2007)
photovoice emphasized hopes and dreams and expitheseneeds through photos. It is my
hope that photovoice could provide similar oppoitias for persons living with dementia, and
spread a wider message of understanding the rdéesofe in the lives of persons living with
dementia. In keeping with the spirit of photovgitbave created a slideshow depicting the
photos in a way the represents the paradox ofartngdl and hope. The photos are used with
guotes from the participants, or summary statemantsrtain themes to demonstrate the many
challenges that participants feel, juxtaposed tighways in which they tackle life with
dementia and continue to live out their lives vateense of hope. The slideshow is included

with this thesis on a compact disc. | hope todpthre slideshow outside of the world of
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academia in order to share the findings with a wadelience who may gain new insights into
living with memory loss, and in turn, change th@@rspectives regarding what it means to live

with dementia.

Practical Implications

The findings of this study have many implicatioos fractice. They inform our
understanding of leisure’s role in the dementiaegigmce, something we knew very little
about prior to this study. In this section, | ol some practical implications that apply to
persons living with dementia, their care partnangl formal service providers, such as family
support workers, staff who work in day programspmogy clinics, support groups and other
service providers who have a role to play in the ¢hat persons living with dementia receive.

We are now aware that leisure plays a centralinollee lives of persons living with
memory loss. We also know that leisure is multigisional for persons living with dementia.
In this study, participants chose mentally stimuatagctivities and physical activities to
maintain their function. Information about thegpds of activities and their potential benefits
should be made readily available for persons liviititp dementia and their families. In
addition, leisure is often purposeful, and oppadttes to contribute to families and community
should be facilitated. Persons living with demastiould be made aware of the possibilities
of using leisure to replace previously valued ratesrder to maintain or recreate identity. At
the same time, persons living with memory loss thiedt care partners must be aware of the
need to frequently reassess one’s abilities andaapons in leisure activity choices.
Recognizing and accepting that change will occaisésd the participants to adjust their
activities so they could engage in those that wahemeaningful. They recognized that the

changing nature of memory loss meant that they nmghbe able to engage in these activities
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forever, so they found ways to enjoy them in thespnt. If persons living with dementia, care
partners, and service providers can work togethsupport leisure engagement, persons living
with dementia may be able to maintain their idegiand resist negative assumptions.

Following Kleiber et al.’s (2002) propositions fieisure in the context of negative life
events, leisure practitioners could provide oppaties for diversion in order for persons
living with dementia to nurture feelings of hopeabtheir lives. As well, they should
consider the role of leisure in both continuity arahsformation. Tools could be developed
for persons living with dementia, their care parsn@nd formal service providers to think
about the many roles of leisure in coping with @gdiosis of memory loss and its subsequent
threats to identity.

Jack, Alice, Charles, and Rita chose a varietgisre pursuits based on their lifelong
interests. It is important for leisure professigrta facilitate leisure opportunities that are
personally meaningful for their participants. Riteaners should avoid stereotypical activities.
They should support participants in their actiafieather than taking over and doing for them.
As well, responding to efforts to adapt leisur@ider to continue to participate is important
for persons living with dementia to maintain invetrent over time. Leisure service providers
should also ensure that new opportunities are @bailfor persons living with dementia who
seek personal growth and are eager to try newshing

Leisure practitioners are in a unique positionnavfe opportunities for resistance in the
space of leisure. Persons living with memory lossd their leisure to reveal their strengths
and capabilities to others, but also to build selifidence, instigating a cycle of further
participation in activities. Leisure service prdsis should be prepared to support persons

living with dementia who may be interested in ada@c Awareness of community groups
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who engage in advocacy is important. Opportunttieshare experiences with peers and
advocate as a group are also important for sonsmpeiiving with dementia. Providing
guidance that recognizes the capacities of theopersving with dementia and allows them to
direct the process is vital for empowerment.

The findings in this study highlight the signifiaanof caring relationships for
maintaining leisure engagement. Care partners insteimental in maintaining leisure
involvement, whether it was support for beginniegvractivities, providing transportation, or
providing cues for remembering the next step iaetivity. Service providers should be
prepared to support care partners, providing thetm tewols for encouraging continued
engagement in leisure.

Nolan et al. (2003) proposed the senses framews&means for care providers to put
relationship-centred care into action. The appnaacludes six senses: sense of security; a
sense of continuity; a sense of belonging; a sehparpose; a sense of achievement; and a
sense of significance. All senses are requireddtisfying caring relationships. The
framework accounts for the interdependencies tbetqm-centred care neglects. Leisure
practitioners working with persons living with memidoss are in an ideal position to
implement the senses framework. Since leisureappe be a space for reciprocal
relationships to be supported, leisure can be tesatket all six senses. Leisure can be
facilitated in safe, secure environments, whereleefeel free to be themselves. As well,
leisure practitioners can provide opportunitieg thgport continuity in one’s identity and
leisure preferences. By enabling leisure actisifag family and friends along with persons
living with dementia, we can create a sense ofriggtay. | have seen many times in this

research how leisure is a space for achievemenpammbse. Drawing upon the senses
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framework may lead to leisure programs that sup@aiprocal relationships among persons
living with dementia, their care partners, and fakservice providers. Additionally, through
shared leisure, all of those in the caring relaiop may experiences each of these senses.

This study has broader implications for leisurecpca as well. The findings indicate
that it is time to move beyond segregated leisvogiamming for persons living with
dementia. Community leisure programs and sengastres should include persons living
with dementia in the program planning, implemeotatand evaluation processes. A call for
inclusive programming that allows persons livinghwndementia to build relationships, develop
skills and abilities, share their strengths andacépes, and contribute to their communities is
in order. Furthermore, recreation programmersstitutional settings could consider which
types of activities are meaningful for participaatgl support the identities of residents. Clare,
Rowlands, and Quin (2008) report that personsdiviith dementia in residential facilities felt
bored. They wanted to have more independence faenl felt angry about their situations in
residential care. Based on the findings of thislgt recreation programmers in long-term care
can play a significant role in working with persamish dementia to determine what is most
meaningful to them and how to best reduce feelaidsredom and independence.

We should also consider citizenship and personkdueh facilitating leisure
experiences for persons living with dementia. Baihd(2007) links citizenship to narrativity.
He suggests that “...we are narrative beings whodundSelves in the stories we tell about
ourselves and the stories that others tell abdufpu223). Sometimes, people with dementia
find their stories to be marginalized. Baldwinaeg that narrativity requires agency and
opportunity, which are often denied to people livimith memory loss. Having the

opportunity to tell one’s story leads to empowermeBy adopting narrative citizenship,
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Baldwin suggests that policy can become more ingtusf persons living with dementia. |
listened to the narratives of persons living wittmory loss, and in doing so, it is my hope
that a better understanding of dementia was gadnertis study, and we can adjust our
leisure practice based on the stories of perswmglivith memory loss, not on what leisure
practitioners think is best, or what care parttiensk is best. Leisure practitioners can use
recreation settings to encourage persons living démentia to voice their own narratives.
Leisure programs can provide a space for perswimg lvith dementia to tell their stories and
create new stories about themselves. Leisureipoaers should consider creating safe

environments for persons living with memory los&xercise agency and power.

Future Directions

My dissertation research begins to fill some ofdhes in our knowledge that I identified
in Chapter 2, but many questions remain to be aregiveln this section, | outline some
suggestions for future research aimed at furtheeldping our understanding of leisure within
the context of memory loss.

In-depth exploration of each of the four lifewodgistentials would broaden our
understanding of leisure within the context of datize | felt limited by my research design in
trying to understand lived time, lived space, limgtly, and lived other in depth. Further
exploration of leisure in terms of all four lifewdrexistentials may provide us with a clearer
understanding of leisure’s role in the memory kesgerience. Collecting data over a longer
period of time would highlight how the experienddhe lifeworld existentials changes over
the progression of dementia. Increased time Spgudrticipant observation may have

revealed more about each of the lifeworld existésiti Probes that further explored the four
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lifeworld existentials would be beneficial for gaig a better understanding of how they are
experienced as well.

Further exploration of meaning-focused coping wayddner a clearer understanding of
how person’s living with memory loss maintain feg of hope in the face of a great deal of
change. Frequently, research that draws upon Follgr{1997, 2008) model does so from the
perspectives of care partners. Research that regppmsitive psychological states when
coping with stressful events from the perspectofgsersons living with memory loss could
provide increased insight into meaning-focused mgpind the experience of hope for persons
living with memory loss.

Further research is needed to better understandeisuve can be a space for advocacy
for persons living with dementia. Jack and Aliakkéd about using leisure to advocate on
behalf of their peers. It was an important aspétheir identities and they wanted to change
the way people think about dementia. Focusinge@ute as a space for advocacy would
afford a better understanding of the experiencepaadide insight into how researchers and
practitioners can support self advocacy among perbaing with dementia. Furthermore, we
need to consider what it really means to advocHi@w do persons living with dementia
perceive their actions of advocacy and what rokesdadvocacy play in the personhood
approach to dementia?

Bartlett and O’Connor (2007) call for research thtafts to include citizenship. This
would ensure that notions of power are consideratementia research. More specifically,
they suggest that people with memory loss shoulcbinsidered in terms of “power to instigate
and shape the research identity” (p. 112). Futesearch regarding leisure and the experience

of dementia should include participants in all @sp®f the research process, not just data
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collection. This study begins to address notidngt@zenship in dementia, but drawing upon a
citizenship lens could increase our understandaigiementia and provide a more inclusive
view in which to explore the experience of memass|, further expanding our definitions of
personhood.

Further investigation is needed regarding the obkbe caring relationship in meaningful
leisure. Phinney (2006) notes that engagemene@nmgful leisure is supported by family
members who adjust activities to meet the abilibethe person with memory loss. The
findings of this study similarly revealed that sopgdrom care partners is essential for
participation in leisure. We have not yet explotieel caring relationship in the context of
leisure from a relationship-centred care approdldign et al., 2004; Ryan, Nolan, Reid, &
Enderby, 2008), expanding notions of personhoatementia care. By drawing upon
relationship-centred care, we could further exple@procity of support that occurs within the
context of leisure and how leisure is used as atevagsist a master status or status viewed as
undesirable by persons living with dementia. Adl vitewould be fascinating to explore the
larger leisure network, including care partnersiliachildren, grandchildren, siblings, and
friends of the person living with dementia and ¢deshow all of these experiences interact.
Furthermore, the participants in this study indeckthat their relationships with their peers
were particularly important. Future research esiptpthese relationships and the role of
leisure in nurturing relationships would improve onderstanding of this phenomenon and
how to support persons living with memory loss #rer loved ones to pursue meaningful
leisure together.

The paradox of challenge and hope can be bettarstodd by following persons living

with dementia over a longer period of time. Thigdy represents just one slice of time in the
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participants’ lives. It is unclear how the pari@nts will continue to experience leisure within
the context of memory loss over time. How do pesdoving with dementia remain hopeful as
dementia progresses? Such research would addeasssngful activity as memory loss
progresses and people transition to long-term chris.time to move beyond measurement of
physiological responses and reductions in “probbeMmaviours” in dementia research. We
need to explore how Therapeutic Recreation intdroes can be truly meaningful experiences
that emphasize capacity in long-term care. Paditis expressed fear of moving into long-
term care, and perhaps some of this anxiety cabatd by changing the culture of long-term
care to address the concerns of persons living mémory loss and their families. As well,
the theme of creating enduring memories warranterapploration as greater understanding
of the desire to, and means of, creating positieenaries of self could lead to alterations in
leisure practice.

Jack, Alice, Charles, and Rita are active partmipan their lives who maintain
particularly positive attitudes in order to livetvimemory loss. As a result, their experiences
with memory loss may be particularly unique. Sitleey were recruited through support
groups and a research group, they may alreadyfteeedit from persons living with memory
loss who do not seek out formal support or lookwars to be involved in dementia research.
Additionally, volunteering for a study focusing taisure may indicate that they value their
leisure pursuits more so than other persons liwitlp dementia. Future research that aims to
recruit participants who may not value leisure, wmay have more difficulty sustaining leisure
involvement, or have a more difficult time balargthe positive aspects of their lives with the
negative aspects of living with dementia may prewlifferent insight into leisure within the

context of memory loss. Such research could coatino expand understanding of the paradox
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of challenge and hope by seeking out a greatersityeof participants living with memory
loss.

Finally, the method of photovoice provides unigusghts into the experience of
dementia, but other creative methods are neededderstand the experience of dementia as
communication becomes more difficult with the pexggion of dementia. Flexible methods
will be required for understanding the experientdementia, keeping in mind the abilities of
research participants. Experimenting with a varedtapproaches may help researchers to find
some unique ways of understanding the lived expeei®f dementia. There are many
possibilities for future research emerging frons thtiudy. It is vital that we continue to explore
the subjective experience of memory loss so thaices can be improved for families living

with it.

Conclusion

This phenomenological study explored the meanimgexperience of leisure among
persons living with early stage dementia from aspehood perspective. | set out to learn if
and how persons living with memory loss use thegure as a space for sustaining and
recreating identity and as a space for resistiagestypes of dementia and the progression of
dementia itself.

The findings of this study revealed that the joyraEmemory loss was experienced in
a complex paradox of challenge and hope. Thisdoaras composed of the changes that the
participants faced in their day-to-day lives, irtthg leisure, juxtaposed with the ways in
which the participants face life with memory losghvwa sense of hope.

The study captures the stories and experiencesiouhique individuals who may not

be representative of all persons living with eatgge memory loss. The participants were
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active people who valued leisure. The findingslddae strengthened with the inclusion of
persons living with memory loss who may not vakisure, or who find it more difficult to
address challenges to sustaining leisure involvémidowever the use of photovoice provided
unique insights into the experience memory lossrtiey be more difficult to capture through
interviews and participant observation alone. BYwite gave the participants the opportunity
to reflect on and record their leisure. This,umt served to remind the participants of what
was meaningful about their leisure during our dssoons. Additionally, the photos created a
powerful message regarding the experience of mefoesythat may change society’s
perspectives on dementia.

This study is unique in its focus on both positwvel negative aspects of life with
memory loss. Frequently, research on the subgetiperience of dementia centers on the
challenges faced and the way the symptoms areiexped, paying less attention to the
dialectical nature of living with memory loss. dontrast, the findings of this study emphasize
the complexity of life with dementia by calling éttion to not only the losses experienced, but
the benefits gained from learning to live with sachfe-altering illness. Life with dementia is
indeed complex, but leisure has a valuable rofdag within that experience, contributing to a

sense of hope and optimism in the face of adversity
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Appendices

Appendix A: Telephone Script for Contacting Agencis
A = Agency contact; | = Interviewer
| - May | please speak to [name of agency contact]?
A - Hello, [name of agency contact] speaking. Hoay | help you?
| - My name is Rebecca Genoe and | am a PhD studéin¢ Department of Recreation and
Leisure Studies at the University of Waterloo.m eurrently conducting research under the
supervision of Dr. Sherry Dupuis on the meaninteure for persons living with early stage
dementia. As part of my thesis research, | am gatiraly interviews and participant
observation with people living with memory lossoirer to explore the meaning and
experience of leisure and its role in maintainidenitity in the lives of persons living with
early stage dementia.
| would like to set up a meeting with you so | abtell you more about the study and discuss
with you how you might help me recruit potentiattpapants. Would you be willing to meet
with me?
A-Yes
| — What time and date would be convenient for you?
A — (gives time and date)
| — Thank you for your time. Good bye.
OR
A — No.

| — Thank you for your time. Good bye.
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Appendix B: Script for Meeting with Agencies

Preamble: My name is Rebecca Genoe and | am a fadBrd in the department of Recreation
and Leisure Studies at the University of Waterlbaould like your help in recruiting persons
living with early stage memory loss to participateny research project, “The meaning of
leisure within the context of dementia”.

| am conducting this study because although a giesitof research focuses on service
providers and family members, understanding thegsatives of persons living with memory
loss is vital for increasing knowledge regarding &xperience of memory loss. I'm trying to
find out how people living with memory loss expeace their leisure. While research has
shown that participation in planned recreation prats may be beneficial for persons with
memory loss, little is known about the meaning arplerience of leisure, or the benefits to and
challenges of participating in leisure. This studif help myself, other researchers, leisure
practitioners, and other professionals working vpignsons with dementia and their families to
understand the role of leisure in the lives of pessliving with memory loss. This information
may be used to help other people experiencing mghass and their formal and informal care
partners to understand the benefits to and chakengparticipating in leisure and better
support persons with dementia in addressing th@ilenges and continue to maintain
involvement in valued activities.

Here is a Fact Sheet explaining the study in grettail.
(Go through Fact Sheet for agencies with staff mennb

Do you have any questions about the study | havamswered? (Allow time for staff to ask
guestions)

| have brought along copies of an information ketthich has all of these details along with
contact names and numbers on it. | would appregatir help in passing this information on
to anyone who you think might be interested inipgua@ting in this study. More specifically |
am hoping you might discuss this project with pa#mparticipants and ask if they would be
willing to have me call them and tell them more @iithe study and determine their
willingness to participate. Should they provideiywaith permission, | will then get their
contact information from you and call the potengatticipant myself. | will assure the
potential participant that participation in thisdy is completely voluntary and that they are
under no obligation to participate. Would you b#img to assist me in recruiting
participants?

A - No thank you.
OR

A — Sure.
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| - Thank you very much for your time. May | cabilyin a week or so to see if you have found

anyone who might be interested in participating®?éagain, if you have any questions or
concerns please do not hesitate to contact me aésearch office number 519-888-4567, Ext.

38187.
A - Good-bye.

| - Good-bye.
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Appendix C: Fact Sheet for Agencies

The Meaning of Leisure within the Context of Demena
Fact Sheet for Agencies

My name is Rebecca Genoe and | am a PhD studém iDepartment of Recreation and
Leisure Studies at the University of Waterloo. duld like your help in recruiting persons
living with early stage memory loss to participateny research project, “The meaning of
leisure within the context of dementia”.

Why is this study being conducted?
A great deal of research focuses on service provigied family members, but
understanding the perspectives of persons livirtg miemory loss is vital for
increasing knowledge regarding the experience ohamg loss and improving quality
of life for those living with it.
Research suggests that leisure is important tditglernd resistance of negative
stereotypes for marginalized groups, yet littlenswn about the role of leisure in the
lives of persons with memory loss.
I’'m trying to find out how people living with memptoss experience their leisure.
While research has shown that participation in péahrecreation programs may be
beneficial for persons with memory loss, littlekiown about the meaning and
experience of leisure, or the benefits to and ehgks of participating in leisure.
This study will help myself, other researcherssuee practitioners and other
professionals working with persons living with dettia and their families to
understand the role of leisure in the lives of pessliving with memory loss. This
information may be used to help other people egperng memory loss and their
formal and informal care partners to understand#reefits to and challenges of
participating in leisure and better support theraddressing the challenges they face
and their ability to maintain involvement in valuactivities.

Who can patrticipate in this study?
| am looking for three or four persons living witarly stage memory loss to become
involved in this study.
Participants should be 55 or older and living i@ tommunity.
Participants should be willing and able to signrdarmed consent form, and should be
able to operate a camera with minimal assistance.
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What will be asked of participants in the project?

- Participants will be asked to participate in thirgerviews about one hour in length.
The first interview will explore experiences ofilig with memory loss. The second
interview will explore leisure experiences usingfus taken by the participants, and
the third interview will discuss the role of leisun the participant’s life. With the
participant’s permission, | would like to audio oed the interviews so | make sure |
adequately capture their experiences and perceyption
A participant will be observed 1-3 times for an houtwo each time doing a leisure
activity of their choice.

Each participant will be given disposable camerabasked to take photos of subjects,
images, or spaces that are meaningful to or retthet leisure. | will develop the film
and give the participant a hard copy and a CD kg one set of photos and one CD
for the study. These photos will be used in treosd interview. With the participant’s
permission, photos will be used in my thesis, amg@esentations or publications that
result. Each participant will be given informatiletters and consent forms that must
be signed by any human subjects the participantddiike to photograph.

After data collection and analysis, each participaiti be asked to participate in a
fourth interview or group session involving otharficipants to discuss whether or not
my findings reflect their experiences.

The fourth interview or group session involving leg@articipant will occur within the
same year and after all data collection and arsah@s been completed. The session
will be approximately two hours in length.

As a thank you for participating in this study, fi@pants will be given a $20 gift
certificate for a store, service or restauranteirtchoice.

What is being asked of me?

- I'would like you to provide information about thegidy to any person living with early
stage memory loss who you think might be interestgghrticipating in this study.
For those persons who express interest in partiopa the study, ask them if you
may provide me with their contact information sody contact them and speak to
them directly about the study.
| will give you letters and information sheets @sp on to potential participants.
| will then ask you to provide me with contact infeation (name, telephone number)
for potential volunteers who have expressed intendsecoming involved in this study.

What should you know about participants’ involvemert in this study?

- Participation is completely voluntary and partigipacan refuse to answer any
guestions.
There are minimal risks to participating in thisdgt. There may be some emotional
stress as participants are asked to reflect on éxpieriences with memory loss.
However, previous interviews with persons livinglwmemory loss have indicated that
talking about their experiences is very therapeutwill be working closely with
Alzheimer Society family support persons, and if participant experiences emotional
stress, he or she will be referred to their faraipport person.
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All information provided is strictly confidentiaRarticipants’ names will never appear
in any report, publication, or presentation resgltirom this evaluation. Personal
identifying information will be removed from all@sed data.

Information gathered will be stored indefinitelyadocked research office at the
University of Waterloo, with the exception of papecords and audio recordings which
will be erased after two years.

Who to contact should you have any questions abotthiis study?

- Please contact myself, Rebecca Genoe if you haygustions or concerns about this
study. | can be contacted at (519) 888-4567, #8837, or by email at
mrgenoe@ahsmail.uwaterloo.cily advisor, Dr. Sherry Dupuis, can be contaeted
(519) 888-4567, Ext. 36188, or by emaikltupuis@healthy.uwaterloo.ca
This project has been reviewed by, and receivedsttearance through the Office of
Research Ethics at the University of Waterloo. Anygnments or concerns can be
addressed to this Office at 519-888-4567, Ext. 3600

Thank you in advance for your help with this study!
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Appendix D: Participant Information Letter

March 6, 2008
Dear Potential Volunteer,

My name is Rebecca Genoe, and | am a PhD student in the Department of Recreation
and Leisure Studies at the University of Waterloo. | want to invite you to participate in
a study titled The Meaning of Leisure within the Context of Dement  ia. | am hoping
to better understand what it is like to live with memory loss. Specifically, | am hoping
to understand your leisure experiences and what leisure means to you. | am trying to
find out what role leisure plays in the lives of persons experiencing memory loss.

Your participation in this study would include taking part in three or four interviews with
me to explore what it is like to live with memory loss, and the meaning of leisure for
you. It will also involve me observing you as you participate in your favourite leisure
activity. To better understand what leisure means to you, | would like to provide you
with a disposable camera and ask you to use this camera to take photos of items that
reflect leisure for you. Your commitment to this study will involve between 5 to 10
hours over 6 to 10 weeks. Please read the attached Fact Sheet carefully fo r the
details of this project

If you decide to take part in this study, | will be asking you to sign a letter formally
stating your consent to participate. Your participation is completely voluntary and you
may choose not to participate. If you do participate, you may choose not to respond
to questions if you wish and you may choose to withdraw from participation at any
time.

If you have any questions regarding this study, or would like additional information to
assist you in reaching a decision about participation, please contact me at (519) 888-
4567, Ext. 38187 or by email at mrgenoe@ahsmail.uwaterloo.ca. You can also
contact my supervisor, Dr. Sherry L. Dupuis, at 519-888-4567, Ext. 36188 or by email
at sldupuis@healthy.uwaterloo.ca.

Thank you for your interest and considering participating in my study.

Sincerely,

Rebecca Genoe
PhD Candidate, University of Waterloo
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Appendix E: Fact Sheet for Potential Participants

The meaning of leisure within the context of demerd

Fact Sheet for Participants

My name is Rebecca Genoe and | am a PhD studém iDepartment of Recreation and
Leisure Studies at the University of Waterloo. duld like to invite you to participate in my
research project, “The meaning of leisure withia tontext of dementia”.

Why is this study being conducted?
A great deal of research on memory loss focuseseprce providers and family
members, but understanding the perspectives obpegits/ing with memory loss is
vital for increasing knowledge regarding the exgece of memory loss and improving
the quality of life of those living with it.
I’'m trying to find out how people living with memptoss experience their leisure.
While research has shown that participation in péahrecreation programs may be
beneficial for persons with memory loss, littlekiown about the meaning and
experience of leisure, or the benefits to and ehgks of participating in leisure.
Findings from this study may help me, other redeans; leisure practitioners and other
professionals working with persons with memory lasd their families to understand
the role of leisure in the lives of persons livingh memory loss. This information
may be used to help other people experiencing mghass and their care partners to
understand the benefits to and challenges of gaatiag in leisure and better support
them in addressing the challenges they face amdabidity to maintain involvement in
valued activities.

Who can patrticipate in this study?

| am looking for three or four persons living witarly stage memory loss to become
involved in this study.

Participants should be 55 or older and living i@ tommunity.
Participants should be willing and able to signrdarmed consent form, and should be
able to operate a camera with minimal assistance.

What will be asked of participants in the project?
You will be asked to provide informed consent tatipgate in this study.
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You will be asked to participate in three intervgeabout one hour in length. The first
interview will explore your experiences of livingttvmemory loss. The second
interview will explore your leisure experiencesdahe third interview will discuss the
role of leisure in your life. With your permissidnwvould like to audio record the
interviews so | make sure | adequately capture gaperiences and perceptions.

You will be observed 1-3 times for about an houtwar each time doing a leisure
activity of your choice.

You will be given a disposable camera and askedki® photos of subjects, images, or
spaces that are meaningful to or reflect your feisd will develop the film and give
you a set and a CD of the photos, and keep oremsgletne CD of the photos for the
study. These photos will be used in the secoretvi@w to discuss your leisure. With
your permission, these photos will be used in negith and any presentations or
publications that result. You will be given cop@san information letter and consent
form that should be signed by the persons you wikgdto photograph.

Once the data have been collected and analyzedyijldue asked to participate in a
fourth interview or group discussion session witeo participants to discuss whether
or not my findings reflect your experiences.

As a small token of my appreciation for participgtin this study, you will be given a
$20 gift certificate for a store, service, or restat of your choice.

What should you know about your participation in this study?
- Your participation is completely voluntary.

You can refuse to answer any questions you want.
There are minimal risks to participating in thisdyt.
All information provided is strictly confidentiak our name will never appear in any
report, publication, or presentation resulting frims evaluation.
With your permission, all interviews will be audiecorded.
With your permission, anonymous quotations fromititerviews may be used in my
thesis and any resulting publications.
You may withdraw from participating at any time &gvising the researcher. You will
still receive the $20.00 gift certificate if youtiilraw from this study.
Data will be retained indefinitely in a secure looa, with the exception of paper
records, which will be destroyed 2 years afterdpletion of the study, and audio
recordings will be erased 2 years after the conglaif the study. Any personally
identifying information will be removed from theoséd data.
An executive summary of the results of this studlylve available to all participants
once all the data from the evaluation has beeryaedl

Who to contact should you have any questions abottie study?
Please contact myself, Rebecca Genoe if you hayguastions or concerns about this
study. | can be contacted at (519) 888-4567, 8887, or by email at
mrgenoe@ahsmail.uwaterloo.cily advisor, Dr. Sherry Dupuis, can be contaeted
(519) 888-4567, Ext. 36188, or by emaikltupuis@healthy.uwaterloo.ca
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This project has been reviewed by, and receivedsthearance through the Office of
Research Ethics at the University of Waterloo. Anoynments or concerns can be
addressed to this Office at 519-888-4567, Ext. 3600

Thank you in advance for your interest in this stug!
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Appendix F: Telephone Script for Contacting Potental Participants
P = Potential Participant; | = Interviewer
| - May | please speak to [name of potential pgréint]?
P - Hello, [name of potential participant] speakirtgow may | help you?

| - My name is Rebecca Genoe and | am a PhD studéimn¢ department of Recreation and
Leisure Studies at the University of Waterloo. §igy contact] gave me your name and told
me she has spoken to you about my study. | anemtlyrconducting research under the
supervision of Dr. Sherry Dupuis on the meanineure. As part of my thesis research, |
am conducting interviews and observing people §uiith memory loss in order to explore
the meaning and experience of leisure and itsinaheaintaining identity for those living with
memory loss. Did [Agency contact] give you a copyhe information letter and Fact Sheet?

P- Yes

| - I would like to tell you more about my studis this a convenient time to talk?

P - No, could you call back later (agree on a noamrevenient time to call person back).
OR

P -Yes

| — I am interested in leisure in the context ofmaey loss because little is known about how
persons living with memory loss experience leisureeally want to talk to people living with
memory loss because understanding their perspeasiweatal for increasing our knowledge
and finding better ways to support them and impmquality of life. Often researchers rely on
family carers or service providers to understandhory loss, but | am interested in hearing
your perspective. I'm trying to find out how peepiving with memory loss experience their
leisure. While research has shown that partiaypat planned recreation programs may be
beneficial for persons with memory loss, littlekiown about the meaning and experience of
leisure, or the benefits to and challenges of gigdting in leisure. This study will help me,
other researchers, leisure practitioners and qitfegessionals who work with persons living
with dementia and their families to better undeardtthe role of leisure in the lives of persons
living with memory loss. This information will besed to help other people experiencing
memory loss and their care partners to understambenefits to and challenges of
participating in leisure and find better ways tpgort them in maintaining involvement in
valued activities.

| will be undertaking interviews starting in Febry2008.

The first interview would last about one hour, avalld be arranged for a time
convenient to your schedule. During this first mtew, | will give you a
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camera and ask you to take photos of items andastmat reflect your leisure.
| will pay for the development of the photos, anel will use the photos to
discuss what leisure means to you and your expergewith leisure at a second
interview. We will also set up a time to partidipéan a leisure activity of your
choice together.

| would also like to participate with you in a lere activity of your choice on
one to three different occasions for about an looiwwo each time.

After we talk about the photos, we will arrange dahird interview to follow

up on our discussion. A fourth interview or gralipcussion session involving
other study participants will then be conducted san share my findings with
you and ensure that | truly understand what leisugans to you and the role it
plays in your life.

Involvement in this study is entirely voluntary atfére are minimal anticipated
risks to participation in this study.

The questions are designed to ask you about yqerexnces with memory loss
and the role of leisure in your life.

You may decline to answer any of the interview ¢joes you do not wish to
answer and may terminate the interview at any time.

With your permission, all interviews will be tapeeorded to facilitate
collection of information, and later transcribed &malysis.

All information you provide will be considered caaténtial.

The data collected will be kept in a secure locatiad disposed of in two years
time, except for electronic data, which will be keplefinitely. Any personal
identifying information will be removed before stug electronic data.

You may withdraw from this at any time by advisthg researcher. There will
be no negative consequences of withdrawal fronstiney .

If you have any questions regarding this studyyould like additional
information to assist you in reaching a decisioawlparticipation, please feel
free to contact Dr. Sherry Dupuis at 519-888-4%6, 36188.

| would like to assure you that this study has bestewed and received ethics
clearance through the Office of Research EthiteeatUniversity of Waterloo.
However, the final decision about participatioyasirs. Should you have any
comments or concerns resulting from your partiegrain this study, please
contact Dr. Susan Sykes in the Office of Reseathic&at 519-888-4567, Ext.
36005.

After all of the data have been analyzed, you reitleive an executive summary
of the research results.

Do you have any other questions about this stualylthave not answered? (Allow time for
potential participant to ask questions)

Would you be willing to participate in my study?

P - No thank you.

OR
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P - Sure.

| - Thank you very much for your time. What woulel & convenient time and place for me to
meet with you for our first interview?

P — Gives time and place
| - Good-bye.

P — Good-bye.
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Appendix G: Declaration of Informed Consent

| have read the information presented in the infoiondetter and Fact Sheet about a study
being conducted by Rebecca Genoe of the Departofi€tgcreation and Leisure Studies at
the University of Waterloo. | have had the oppoituto ask any questions related to this
study, to receive satisfactory answers to my goestiand any additional details | wanted. |
am aware that | have the option of allowing my iviwvs to be audio recorded to ensure an
accurate recording of my responses. | am alsoethat excerpts from the interviews and
photos that | share with the researcher may bedecl in the thesis and/or publications to
come from this research, with the understandingttieaquotations will be anonymous. | was
informed that | may withdraw my consent at any tiwithout penalty by advising the
researcher or her advisor.

This project has been reviewed by, and receiveidstiearance through, the Office of
Research Ethics at the University of Waterloo.abwnformed that if | have any comments or
concerns resulting from my participation in thisdst, | may contact the Director, Office of
Research Ethics at 519-888-4567, Ext. 36005.

With full knowledge of all foregoing, | agree, ofymown free will, to participate in this study.
[IYES [INO
| agree to have my interviews audio recorded.

[ IYES [INO

| agree to the use of anonymous quotations in la@sis or publication/presentation that comes
of this research.

[ IYES [INO

| agree to the use of photographs | take for thudysin any publication/presentation that
comes of this research. Photos of people will @yncluded if there is permission from the
persons in the photos to use their photo in thearef and any resulting
publication/presentation.

[ IYES [INO

Participant Name: Pleage print)

Participant Signature:

Witness Name: eaq@print)
Witness Signature:
Date:
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Appendix H: Thank You Letter

MAREP/University of Waterloo

[date]
Dear [Participant’s name];

| would like to thank you for participating in mynhP dissertation titled “The meaning of
leisure within the dementia context”. The purpotthis study is to explore the meaning of
leisure in the lives of persons experiencing menhasg. Your perspective and insight have
provided invaluable information to this study.

The data collected during interviews, observatang photos will contribute to a better
understanding of what it is like to live with memidoss. My findings will inform researchers
and service providers of the experience of leisune the role it plays in the lives of those
experiencing memory loss. It is my hope that thigsrmation will help us better support
persons with memory loss maintain valued activities

| want to emphasize that all information sharedulghout the duration of this study will
remain completely confidential and will be usedyoiolr the purposes of this project. | will be
sending out a summary of the findings of the redefor your interest once the study is
completed.

| hope you will get in touch with me if you haveyaurther comments or questions about our
conversations or about the study in general. lbmareached at (519) 888-4567, Ext. 38187. |
would also like to remind you that this study hasm reviewed by the Office of Research
Ethics at the University of Waterloo and has reediethics clearance. Any comments or
concerns can be addressed to Dr. Susan Sykesi®iofthe Office of Research Ethics at
(519) 888-4567, Ext 36005. Thank you again forrymarticipation in the project.

Sincerely Yours,

Rebecca Genoe

PhD Candidate

Department of Recreation and Leisure Studies
University of Waterloo
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Appendix I: Final Feedback Letter

MAREP/University of Waterloo
[Date]
Dear [Participant],

| would like to thank you for participating in mgsearch study titled “The meaning of leisure
within the dementia context” that was conducte@008. This study examined the meaning of
leisure for persons living with memory loss.

The data collected during my interviews with yohservation of your favourite activities, and
photos you took have provided important insighte wmhat it is like to live with memory loss
and the experience of leisure for those living vitithl will be using these insights to help
others better understand the experience of memossyftom the perspectives of those living
with it. It is my hope that in doing so we can ivetp break down the stigma associated with
memory loss and highlight the continued abilitidssires and talents of persons with memory
loss.

| have enclosed a summary of my findings for yaieriest. | hope you like the summary, and
in particular | hope you will find that | have befaithful to the information you gave me and
to the general experiences of leisure as you destithem.

Please remember that any data pertaining to ydwaseln individual participant will be kept
confidential. Now that the data have been analykpldn on sharing this information with the
research community through seminars, conferenceseptations, and journal articles and with
practitioners through workshops and presentatibpsaiessional conferences.

As with all University of Waterloo projects invohg human participants, this project was
reviewed by, and received ethics clearance throilnghQffice of Research Ethics at the
University of Waterloo. Should you have any comtaear concerns resulting from your
participation in this study, please contact Dr.&8uSykes in the Office of Research Ethics at
519-888-4567, Ext., 36005.

Sincerely,

Rebecca Genoe, PhD Candidate

Department of Recreation and Leisure Studies
University of Waterloo

(519) 888-4567, Ext. 38187

mrgenoe@ahsmail.uwaterloo.ca
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Appendix J: Interview Guide for Interview 1

Preamble Hi, My name is Rebecca Genoe, and | am a Phestud the department of
Recreation and Leisure Studies at the Universityaferloo. | am trying to understand what
leisure means for persons living with early stagamory loss. The focus of this interview is to
get to know you better and to understand whaidité&ke for someone experiencing memory
loss.

Rapport Building Questions — Getting to know you

1. Tell me a bit about yourself?
a. Tell me about your past — your jobs, community spfamily roles

2. What is important for others to know about you?
3. What makes you happy?
4. What makes you sad?
Grand Tour Questions
Yourself and your current situation
1. What is daily life like for you now that you arepetiencing memory loss?
What are the challenges that you face?
Tell me about a specific time you experienced dlehge.
What positive changes have you experienced?

Can you give me a specific example of a positivenge that you've
experienced?

apop

2. How do others think of you? Has this changed symeve started experiencing
memory loss?
a. Have your relationships changed? How? (family/i®ico-workers/social
group members?)
b. Tell me about how one relationship in particulas bhanged since you’'ve been
experiencing memory loss.

3. How do you think about yourself now that you haeer experiencing memory loss?
a. How has this changed for you?
b. How have you adjusted to these changes?

4. What is central to your life right now?

How has this changed since you've been experiemogmory loss?

What is important about that?

How does it make you feel?

Tell me about a specific incident relating to wisatentral in your life now.

apop
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Appendix K: Interview Guide for Interview 2

Preamble: Last time we met you told me about yourself andtitha like to live with

memory loss. Today, I'd like to talk a bit moreoabyour leisure. We’'ll use some of the
photos that you took to talk about what your legsereans to you. | have a series of questions
| am going to ask you about each photo that youldviike to talk about. Of all the photos you
took, which ones most represent what your leisugama to you now?

1. What do you see here?
a. Can you describe what is in the photo?

2. What is really happening in this photo for you?

What is meaningful about what you see here?

What does this photo say about your leisure? Plegsain.

How important is this in your life right now?

What benefits do you gain from this activity?

What challenges do you face in this activity?

Can you tell me about a recent experience you'dewith this activity?

~pooow

3. Where does this activity take place?
a. Can you describe the setting?
b. How does the setting make you feel?

4. When do you engage in this activity? (frequentifrequently, time of day, time of
week?)
a. Has this changed since you've experienced meloss? How so?

5. How does the time pass when you are engagingsratiivity? (fast, slow)
a. How has this changed since you've experienced mgfoes?

6. Who do you do this activity with?
a. What is it like to do this activity with that perspeople/self?
b. How has this changed since you've experienced mgioes?
c. What are the challenges in doing this activity vather people?
d. What are the positive aspects of doing this agtiwith other people?

7. Tell me about how you feel physically when you dis &ctivity?
a. What does this activity require of your body?
b. Has this changed since you've experienced memasp?lélow so?
c. Are there any physical challenges you face doimgdbtivity?
d. How do you feel when you are doing this activity?

8. What does this photo say about who you are?

a. As a unique individual?
b. As part of your family?
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c. As part of your community/social groups?
9. What does this photo say about how others see you?

10.How do you think others think about you? What bes leisure play in the way
others think about you?

11.What is the purpose of this activity? Why is ifpiantant to you?
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Appendix L: Interview Guide for Interview 3

Preamble Last time we talked about some of your specdisure activities and what they
mean to you. Today we are going to talk about lesure helps you cope with the changes in

your life.

1. What role does leisure play in the changes yowegperiencing? Explain?

a.
b.

Has leisure replaced other activities that threaye been altered or lost? Explain.
Have certain leisure activities been dropped symeeve experienced memory
loss? Please explain.

Have you added any leisure activities since yoexgerienced memory loss?
Please explain.

Can you tell me about an instance where leisungeldeyou to balance changes
in your life?

Can you tell me about an instance where leisuréened you in balancing
changes in your life?

2. How do you address challenges you face in youuiei®
a. Do you have any techniques for managing tlhderitges? Explain.

b.
C.

d.

What role do other people play in helping you tahage the challenges?
Can you give me a specific example of a time whanwere able to address
challenges in your leisure?

Can you tell me about a time when you were unabétress challenges in

your leisure?

3. What expectations do others place on you/your teibecause of memory loss?
a. How do you respond to these expectations?
b. How do these expectations limit your leisure pgstton?

C.

How do they enable your leisure participation?

4. What are the primary reasons you participate irattievities you do?

5. How do you use your leisure to alter how othersyzeg’

332



Appendix M: Sensitizing Framework for Participant Observation

Setting
o Physical environment

Social environment
o Social interactions
o Decision making patterns

Physical appearance

Affect (emotional expressions, facial expressions)
Body language and gestures

Social interactions (with researcher and otherseng

Involvement in the planned activity
o0 What is being done

Who is involved

How the activity occurs

When things happen

Strengths

Challenges

Beginning the activity

Middle of the activity

Concluding the activity

O O0OO0OO0OO0OO0O0OO0

Involvement in any unplanned activity
Before the planned activity
After the planned activity
Interruptions/distractions during the planned attiv

Adapted from Patton (2002)
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Appendix N: Information Letter for Photos

University of Waterloo

My name is Rebecca Genoe, and | am a PhD studém iDepartment of Recreation and
Leisure Studies at the University of Waterloo. ©nthe supervision of Dr. Sherry L. Dupuis,
| am hoping to gain a better understanding of teammg and experience of leisure for older
adults. | am trying to understand the meaningrafelof leisure in people’s lives. More
specifically, I'm trying to find out if leisure pi& any role in identity and the resistance of
negative stereotypes.

As part of this project, | have asked participdnttake photos that represent what leisure
means to them. These photos will then be discusstdeen myself and the research
participant. With your permission, one of the stagarticipants would like to take your (or
your child’s) photograph because it reflects whairtleisure means to them. Your photo may
be used for the study and in research papers aseéations that arise from it, but your
identity will remain anonymous. If you prefer thiae photo not be used in reports or
presentations, | will respect that as well.

If you have any questions regarding this studyaggecontact me &219) 888-4567, Ext.

38187 or by email at mrgenoe@ahsmail.uwaterlo&.oa.can also contact my supervisor, Dr.
Sherry L. Dupuis, at 519-888-4567, Ext. 36188 oemail at

sldupuis@healthy.uwaterloo.ca.

| would like to assure you that this study has besrmewed and received ethics clearance
through the Office of Research Ethics at the UraNgiof Waterloo. However, the final
decision about participation is yours. If you hawg comments or concerns resulting from
your participation in this study, please contact 8usan Sykes of this office at 519-888-4567,
Ext. 36005.

Thank you for helping the research participanthis study.

Yours Sincerely,

Rebecca Genoe
PhD Candidate, University of Waterloo
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Appendix O: Informed Consent for Photos

| agree to allow Rebecca Genoe of the DepartmeRecfeation and Leisure Studies at the
University of Waterloo to use my image, or the imad the child to whom | am guardian, as it
appears in the photograph(s). | have made thisidedased upon the information | received
in the Information Letter and have had the oppatyuio receive any additional details | have
wanted about the study. By allowing the particigan use my image or the image of the child
to whom | am guardian, | understand that it maysed for the study and for use in research
papers and presentations that arise from thenthhtitny identity and the child’s identity will
remain anonymous. | also understand that thieeptdjas been reviewed by and received
ethics clearance through the Office of Researcic&tt the University of Waterloo and that |
may contact this office if | have any concerns eestions about the use of my image (or my
child’s image) in this study.

| agree to have the photo(s) taken.
[ IYES [INO
| agree to the use of the photos in research repod presentations that come out of this study

[ JYES [ INO

Participant’s name:

Participant’s signature:

Date:
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Appendix P: Essences, themes, and subthemes

Essence Theme Subtheme

Struggling with change

Muddled thinking
Disconcerting forgetfulness
Distracting concentration
Losing access to thoughts
Baffling environment
Troublesome learning

Fluctuating abilities

Draining energy
Diminished strength and capacity
Losing motivation and interest
Feelings of inertia

Frightening

awareness

Disquieting emotions

Tackling life with
dementia

Reconciling life as it

is

Battling through by

being proactive
Stalling decline with activity
Cuing memory
Maintaining humour
Avoiding stress and worry
Being open (or not)

Living through

relationships
Supporting each other
Being together to secure a sense of
belonging
Trusting in others
Being accepted

Being optimistic
Feeling hope for today and tomorrow
Focusing on the positive
Comparing self to others
Normalizing experiences

Prolonging

engagement in

meaningful activities
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Essence

Theme Subtheme

Seeking help to improve a situation
Altering leisure

Threatening assaults on

identities

Upholding identities

Disappearing roles
Losing independence
Struggling with
demeaning images
and expectations
Accepting over reactions of others
Losing confidence

Changing

perspectives

Reaffirming self

through leisure
Sustaining valued aspects of self
Emphasizing abilities

Engaging with life

through leisure
Seizing opportunities
Sustaining social personae
Appreciating the simple things in life
Having fun and enjoyment
renewal
Filling time
Claiming space

Having purpose

Feeling a sense of

accomplishment

Creating enduring

memories
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