
CODEBOOK: MODEM baseline

Variable
Positi

on Label
Measureme

nt Level

ParticipantID 1 <none> Nominal

RA_input 2 Initials of researcher who consented Nominal

carer_consulte
e_same

3 same person acting as consultee and 
answering carer questionnaires

Nominal

CurrentDate 4 Date data input Scale

smmse1a 5 sMMSE, Item 1a Nominal

smmse1b 6 sMMSE, Item 1b Nominal

smmse1c 7 sMMSE, Item 1c Nominal

smmse1d 8 sMMSE, Item 1d Nominal

smmse1e 9 sMMSE, Item 1e Nominal

smmse2a 10 sMMSE, Item 2a Nominal

smmse2b 11 sMMSE, Item 2b Nominal

smmse2c 12 sMMSE, Item 2c Nominal

smmse2d 13 sMMSE, Item 2d Nominal

smmse2e 14 sMMSE, Item 2e Nominal

smmse3a 15 sMMSE, Item 3a Nominal

smmse4a 16 sMMSE, Item 4a Nominal

smmse5a 17 sMMSE, Item 5a Nominal

smmse6a 18 sMMSE, Item 6a Nominal

smmse7a 19 sMMSE, Item 7a Nominal

smmse8a 20 sMMSE, Item 8a Nominal

smmse9a 21 sMMSE, Item 9a Nominal

smmse10a 22 sMMSE, Item 10a Nominal

smmse11a 23 sMMSE, Item 11a Nominal

smmse12a 24 sMMSE, Item 12a Nominal

smmsetotal_su
m

25 sMMSE, Total(unadjusted) Scale

smmsetotal 26 sMMSE, Total (inclduing adjustment) Scale

severity 27 severity based on MMSE Nominal

adjustedscore 28 Was the SMMSE Score adjusted Nominal

eq_dself1 29 EQ-5D Dementia Self-Report, Item 1 Nominal

eq_dself2 30 EQ-5D Dementia Self-Report, Item 2 Nominal

eq_dself3 31 EQ-5D Dementia Self-Report, Item 3 Nominal



eq_dself4 32 EQ-5D Dementia Self-Report, Item 4 Nominal

eq_dself5 33 EQ-5D Dementia Self-Report, Item 5 Nominal

eq_dself6 34 EQ-5D Dementia Self-Report, Item 6 Nominal

eq_dself7 35 EQ-5D Dementia Self-Report, Item 7 Scale

casp1 36 CASP-19, Item 1 Nominal

casp2 37 CASP-19, Item 2 Nominal

casp3 38 CASP-19, Item 3 Nominal

casp4 39 CASP-19, Item 4 Nominal

casp5 40 CASP-19, Item 5 Nominal

casp6 41 CASP-19, Item 6 Nominal

casp7 42 CASP-19, Item 7 Nominal

casp8 43 CASP-19, Item 8 Nominal

casp9 44 CASP-19, Item 9 Nominal

casp10 45 CASP-19, Item 10 Nominal

casp11 46 CASP-19, Item 11 Nominal

casp12 47 CASP-19, Item 12 Nominal

casp13 48 CASP-19, Item 13 Nominal

casp14 49 CASP-19, Item 14 Nominal

casp15 50 CASP-19, Item 15 Nominal

casp16 51 CASP-19, Item 16 Nominal

casp17 52 CASP-19, Item 17 Nominal

casp18 53 CASP-19, Item 18 Nominal

casp19 54 CASP-19, Item 19 Nominal

dem1 55 DEMQOL, Item 1 Nominal

dem2 56 DEMQOL, Item 2 Scale

dem3 57 DEMQOL, Item 3 Nominal

dem4 58 DEMQOL, Item 4 Scale

dem5 59 DEMQOL, Item 5 Nominal

dem6 60 DEMQOL, Item 6 Nominal

dem7 61 DEMQOL, Item 7 Scale

dem8 62 DEMQOL, Item 8 Scale

dem9 63 DEMQOL, Item 9 Nominal

dem10 64 DEMQOL, Item 10 Nominal

dem11 65 DEMQOL, Item 11 Scale

dem12 66 DEMQOL, Item 12 Scale

dem13 67 DEMQOL, Item 13 Scale

dem14 68 DEMQOL, Item 14 Scale

dem15 69 DEMQOL, Item 15 Scale



dem16 70 DEMQOL, Item 16 Scale

dem17 71 DEMQOL, Item 17 Scale

dem18 72 DEMQOL, Item 18 Scale

dem19 73 DEMQOL, Item 19 Scale

dem20 74 DEMQOL, Item 20 Scale

dem21 75 DEMQOL, Item 21 Scale

dem22 76 DEMQOL, Item 22 Scale

dem23 77 DEMQOL, Item 23 Scale

dem24 78 DEMQOL, Item 24 Scale

dem25 79 DEMQOL, Item 25 Scale

dem26 80 DEMQOL, Item 26 Scale

dem27 81 DEMQOL, Item 27 Scale

dem28 82 DEMQOL, Item 28 Scale

dem29 83 DEMQOL, Item 29 Nominal

adascog1 84 ADAS-COG, Item 1 Nominal

adascog2 85 ADAS-COG, Item 2 Nominal

adascog3 86 ADAS-COG, Item 3 Nominal

adascog4 87 ADAS-COG, Item 4 Nominal

adascog5 88 ADAS-COG, Item 5 Nominal

adascog6 89 ADAS-COG, Item 6 Nominal

adascog7 90 ADAS-COG, Item 7 Nominal

adascog8 91 ADAS-COG, Item 8 Nominal

adascog9 92 ADAS-COG, Item 9 Nominal

adascog10 93 ADAS-COG, Item 10 Nominal

adascog11 94 ADAS-COG, Item 11 Nominal

cdem1 95 DEMQOL Proxy, Item 1 Nominal

cdem2 96 DEMQOL Proxy, Item 2 Scale

cdem3 97 DEMQOL Proxy, Item 3 Scale

cdem4 98 DEMQOL Proxy, Item 4 Nominal

cdem5 99 DEMQOL Proxy, Item 5 Scale

cdem6 100 DEMQOL Proxy, Item 6 Nominal

cdem7 101 DEMQOL Proxy, Item 7 Nominal

cdem8 102 DEMQOL Proxy, Item 8 Nominal

cdem9 103 DEMQOL Proxy, Item 9 Scale

cdem10 104 DEMQOL Proxy, Item 10 Scale

cdem11 105 DEMQOL Proxy, Item 11 Nominal

cdem12 106 DEMQOL Proxy, Item 12 Scale

cdem13 107 DEMQOL Proxy, Item 13 Scale



cdem14 108 DEMQOL Proxy, Item 14 Scale

cdem15 109 DEMQOL Proxy, Item 15 Scale

cdem16 110 DEMQOL Proxy, Item 16 Scale

cdem17 111 DEMQOL Proxy, Item 17 Scale

cdem18 112 DEMQOL Proxy, Item 18 Scale

cdem19 113 DEMQOL Proxy, Item 19 Scale

cdem20 114 DEMQOL Proxy, Item 20 Nominal

cdem21 115 DEMQOL Proxy, Item 21 Scale

cdem22 116 DEMQOL Proxy, Item 22 Scale

cdem23 117 DEMQOL Proxy, Item 23 Scale

cdem24 118 DEMQOL Proxy, Item 24 Scale

cdem25 119 DEMQOL Proxy, Item 25 Scale

cdem26 120 DEMQOL Proxy, Item 26 Scale

cdem27 121 DEMQOL Proxy, Item 27 Scale

cdem28 122 DEMQOL Proxy, Item 28 Scale

cdem29 123 DEMQOL Proxy, Item 29 Scale

cdem30 124 DEMQOL Proxy, Item 30 Scale

cdem31 125 DEMQOL Proxy, Item 31 Scale

cdem32 126 DEMQOL Proxy, Item 32 Nominal

badl1 127 Bristol Activities of Daily Living, Item 1 Nominal

badl2 128 Bristol Activities of Daily Living, Item 2 Nominal

badl3 129 Bristol Activities of Daily Living, Item 3 Nominal

badl4 130 Bristol Activities of Daily Living, Item 4 Nominal

badl5 131 Bristol Activities of Daily Living, Item 5 Nominal

badl6 132 Bristol Activities of Daily Living, Item 6 Nominal

badl7 133 Bristol Activities of Daily Living, Item 7 Nominal

badl8 134 Bristol Activities of Daily Living, Item 8 Nominal

badl9 135 Bristol Activities of Daily Living, Item 9 Nominal

badl10 136 Bristol Activities of Daily Living, Item 10 Nominal

badl11 137 Bristol Activities of Daily Living, Item 11 Nominal

badl12 138 Bristol Activities of Daily Living, Item 12 Nominal

badl13 139 Bristol Activities of Daily Living, Item 13 Nominal

badl14 140 Bristol Activities of Daily Living, Item 14 Nominal

badl15 141 Bristol Activities of Daily Living, Item 15 Nominal

badl16 142 Bristol Activities of Daily Living, Item 16 Nominal

badl17 143 Bristol Activities of Daily Living, Item 17 Nominal

badl18 144 Bristol Activities of Daily Living, Item 18 Nominal

badl19 145 Bristol Activities of Daily Living, Item 19 Nominal



badl20 146 Bristol Activities of Daily Living, Item 20 Nominal

R_badl1a 147 Are you the primary caregiver? Nominal

R_badl1b 148 Formal or unpaid carer? Nominal

R_badl1c 149 Other types of care received Nominal

R_badl2ph 150 Help with personal hygiene Nominal

R_badl2ph_pc 151 Personal hygiene primary care giver? Nominal

R_badl2ph_uc 152 Time spent unpaid care (mins/day) Scale

R_badl2ph_fc 153 Time spent formal care (mins/day) Scale

R_badl2toilet 154 Help using the toilet Nominal

R_badl2toilet_p
c

155 Toilet primary care giver? Nominal

R_badl2toilet_u
c

156 Time spent unpaid care (mins/day) Scale

R_badl2toilet_f
c

157 Time spent formal care (mins/day) Scale

R_badl2dress 158 Help dressing or undressing Nominal

R_badl2dress_
pc

159 Dressing primary care giver? Nominal

R_badl2dress_
uc

160 Time spent unpaid care (mins/day) Scale

R_badl2dress_
fc

161 Time spent formal care (mins/day) Scale

R_badl2eat 162 Help eating or cutting up food Nominal

R_badl2eat_pc 163 Eating primary care giver? Nominal

R_badl2eat_uc 164 Time spent unpaid care (mins/day) Scale

R_badl2eat_fc 165 Time spent formal care (mins/day) Scale

R_badl2gai 166 What support did they receive in getting 
arround inside?

Nominal

R_badl2gai_pc 167 Getting around inside primary care giver? Nominal

R_badl2gai_uc 168 Time spent unpaid care (mins/day) Scale

R_badl2gai_fc 169 Time spent formal care (mins/day) Scale

R_badl2gao 170 What support did they receive in getting 
arround outrside?

Nominal

R_badl2gao_p
c

171 Getting around outside primary care giver? Nominal

R_badl2gao_u
c

172 Time spent unpaid care (mins/day) Scale

R_badl2gao_fc 173 Time spent formal care (mins/day) Scale



R_badl3a 174 If unpaid carer - Days spent helping with 
Q2 activities in last month

Scale

R_badl3b 175 If unpaid carer - Days per month formal 
carers have helped with Q2 activities

Nominal

R_badl4a 176 If formal carer - Days spent helping with Q2 
activities in last month

Scale

R_badl4b 177 If formal carer - Days per month unpaid 
carers have helped with Q2 activities

Nominal

R_badl5food 178 What support did they receive in preparing 
food?

Nominal

R_badl5food_p
c

179 Were you the primary caregiver in 
preparing food?

Nominal

R_badl5food_u
c

180 What time was spent by unpaid carers 
preparing food?

Scale

R_badl5food_f
c

181 What time was spent by formal carers 
preparing food?

Scale

R_badl5hw 182 Doing routine housework or laundry Nominal

R_badl5hw_pc 183 Primary caregiver? Nominal

R_badl5hw_uc 184 Time spent unpaid care (mins/day) Scale

R_badl5hw_fc 185 Time spent formal care (mins/day) Scale

R_badl5trans 186 Transportation Nominal

R_badl5trans_
pc

187 Primary caregiver? Nominal

R_badl5trans_
uc

188 Time spent unpaid care (mins/day) Scale

R_badl5trans_f
c

189 Time spent formal care (mins/day) Scale

R_badl5finan 190 Helping with finances Nominal

R_badl5finan_
pc

191 Primary caregiver? Nominal

R_badl5finan_
uc

192 Time spent unpaid care (mins/day) Scale

R_badl5finan_f
c

193 Time spent formal care (mins/day) Scale

R_badl5shop 194 Shopping for food Nominal

R_badl5shop_
pc

195 Primary caregiver? Nominal

R_badl5shop_
uc

196 Time spent unpaid care (mins/day) Scale



R_badl5shop_f
c

197 Time spent formal care (mins/day) Scale

R_badl5med 198 Taking (and preparing) medication Nominal

R_badl5med_p
c

199 Primary caregiver? Nominal

R_badl5med_u
c

200 Time spent unpaid care (mins/day) Scale

R_badl5med_f
c

201 Time spent formal care (mins/day) Scale

R_badl6a 202 If unpaid carer - Days spent helping with 
Q5 activities in last month

Scale

R_badl6b 203 If unpaid carer - Days per month formal 
carers have helped with Q5 activities

Nominal

R_badl7a 204 If formal carer - Days spent helping with Q5 
activities in last month

Scale

R_badl7b 205 If formal carer - Days per month unpaid 
carers have helped with Q5 activities

Nominal

R_badl8a 206 If formal carer - Hours supervision on 
typical day

Nominal

R_badl8b 207 If formal carer - days supervision over last 
month

Nominal

R_badl8c 208 If formal carer - hours supervision by 
unpaid carer on typical day

Nominal

R_badl8d 209 If formal carer - days supervision by unpaid 
carer over last month

Nominal

R_badl9a 210 If unpaid carer - Hours supervision on 
typical day

Scale

R_badl9b 211 If unpaid carer - days supervision over last 
month

Scale

R_badl9c 212 If unpaid carer - hours supervision by 
formal carer on typical day

Scale

R_badl9d 213 If unpaid carer - days supervision by formal 
carer over last month

Nominal

R_badl10 214 percentage of supervision time also used 
for self

Scale

eq_proxy1 215 EQ-5D Proxy, Item 1 Nominal

eq_proxy2 216 EQ-5D Proxy, Item 2 Nominal

eq_proxy3 217 EQ-5D Proxy, Item 3 Nominal

eq_proxy4 218 EQ-5D Proxy, Item 4 Nominal



eq_proxy5 219 EQ-5D Proxy, Item 5 Nominal

eq_proxy6 220 EQ-5D Proxy, Item 6 Nominal

eq_proxy7 221 EQ-5D Proxy, Item 7 Scale

cciage 222 Charlson Comorbidity Index, Age (points) Nominal

cci1 223 Charlson Comorbidity Index, Item 1 Nominal

cci2 224 Charlson Comorbidity Index, Item 2 Nominal

cci3 225 Charlson Comorbidity Index, Item 3 Nominal

cci4 226 Charlson Comorbidity Index, Item 4 Nominal

cci5 227 Charlson Comorbidity Index, Item 5 Nominal

cci6 228 Charlson Comorbidity Index, Item 6 Nominal

cci7 229 Charlson Comorbidity Index, Item 7 Nominal

cci8 230 Charlson Comorbidity Index, Item 8 Nominal

cci9 231 Charlson Comorbidity Index, Item 9 Nominal

cci10 232 Charlson Comorbidity Index, Item 10 Nominal

cci11 233 Charlson Comorbidity Index, Item 11 Nominal

cci12 234 Charlson Comorbidity Index, Item 12 Nominal

cci13 235 Charlson Comorbidity Index, Item 13 Nominal

cci14 236 Charlson Comorbidity Index, Item 14 Nominal

cci15 237 Charlson Comorbidity Index, Item 15 Nominal

cci16 238 Charlson Comorbidity Index, Item 16 Nominal

cciother 239 Notes and other significant conditions Nominal

npi_del_scrn 240 NPI delerium screen Nominal

npi_del_freq 241 NPI delerium frequency Nominal

npi_del_sev 242 NPI delerium severity Nominal

npi_hall_scrn 243 NPI hallucination screen Nominal

npi_hall_freq 244 NPI hallucination frequency Nominal

npi_hall_sev 245 NPI hallucination severity Nominal

npi_aggr_scrn 246 NPI aggression screen Nominal

npi_aggr_freq 247 NPI agression frequency Nominal

npi_aggr_sev 248 NPI agression severity Nominal

npi_depr_scrn 249 NPI depression screen Nominal

npi_depr_freq 250 NPI depression frequency Nominal

npi_depr_sev 251 NPI depression severity Nominal

npi_anx_scrn 252 NPI anxiety screen Nominal

npi_anx_freq 253 NPI anxienty frequency Nominal

npi_anx_sev 254 NPI anxiety severiy Nominal

npi_ela_scrn 255 NPI elation screen Nominal

npi_ela_freq 256 NPI elation severity Nominal



npi_ela_sev 257 NPI elation frequency Nominal

npi_apath_scrn 258 NPI apathy screen Nominal

npi_apath_freq 259 NPI apathy severity Nominal

npi_apath_sev 260 NPI apathy frequency Nominal

npi_dis_scrn 261 NPI disinhibition screen Nominal

npi_dis_freq 262 NPI disinhibition frequency Nominal

npi_dis_sev 263 NPI disinhibition severity Nominal

npi_irr_scrn 264 NPI irritability screen Nominal

npi_irr_freq 265 NPI irritability frequency Nominal

npi_irr_sev 266 NPI irritability severity Nominal

npi_amb_scrn 267 NPI aberrant motor behaviour screen Nominal

npi_amb_freq 268 NPI aberrant motor behaviour frequency Nominal

npi_amb_sev 269 NPI aberrant motor behaviour severity Nominal

npi_sleep_scrn 270 NPI sleep screen Nominal

npi_sleep_freq 271 NPI sleep frequency Nominal

npi_sleep_sev 272 NPI sleep severity Nominal

npi_app_scrn 273 NPI appetite screen Nominal

npi_app_freq 274 NPI appetite frequency Nominal

npi_app_sev 275 NPI appetite severity Nominal

csri_relat 276 CSRI - what is your relationship? Nominal

csri_relat_other 277 crsi_rel what other Nominal

csri1 278 What year was (participant) born? Scale

csri2 279 Gender of (participant) Nominal

csri3 280 Ethnic origin of (participant) Nominal

csri3other 281 What other? Nominal

csri4 282 Marital status of (participant) Nominal

csri4a 283 What other marital status Nominal

csri5 284 Sexual orientation of (participant) Nominal

csri6a 285 How many daughters? Nominal

csri6b 286 How many daughters live close by? Nominal

csri6c 287 How many daughter-in-laws? Nominal

csri6d 288 How many daughter-in-laws live close by? Nominal

csri6e 289 How many sons? Nominal

csri6f 290 How many sons live close by? Nominal

csri6g 291 How many son-in-laws? Nominal

csri6h 292 How many son-in-laws live close by? Nominal

csri7 293 What is (participants) highest level of 
education?

Nominal



csri7other 294 what other? Nominal

csri8a 295 Is (participant) currently employed? Nominal

csri8b 296 What is/was this profession? Nominal

csri9a 297 What type of dementia Nominal

csri9other 298 what other? Nominal

csri10 299 Where does (participant) live? Nominal

csri11 300 Type of accommodation Nominal

csri11E 301 care home start date Nominal

csri11F 302 nursing home start date Nominal

csri11G 303 what other? Nominal

csri12 304 How many people live with participant? Nominal

csri13 305 Is the accommodation sheltered? Nominal

csri14 306 Care home/nursing home short stay in last 
3 months?

Nominal

csri14b_nights 307 If yes, number of nights? Nominal

csri15 308 Type of organisation that manages facility? Nominal

csri16a 309 cash payments from local authority to 
support purchasing of care service?

Nominal

csri17b_amoun
t

310 If yes, weekly amount Scale

csri16c_perc 311 Percentage Nominal

csri18psy 312 Used psych inpatients? Nominal

csri18psy_nam
e

313 Psych inpatient Where? Nominal

csri18psy_reas 314 Psych inpatient Reason? Nominal

csri18psy_days 315 Number of inpatient days Scale

csri18gen 316 Used general hospital inpatients? Nominal

csri18gen_nam
e

317 genereal hospital where? Nominal

csri18gen_reas 318 General hospital Reason? Nominal

csri18gen_day
s

319 Number of inpatient days Nominal

csri18dh 320 Used day hospital? Nominal

csri18dh_name 321 Day hospital Where? Nominal

csri18dh_reas 322 day hospital Reason? Nominal

csri18dh_days 323 Day hospital attendances Nominal

csri18mc 324 Used memory clinic? Nominal



csri18mc_nam
e

325 Memory clinic where? Nominal

csri18mc_reas 326 Memory clinic reason? Nominal

csri18mc_days 327 Memory clinic appointments Nominal

csri18os 328 Used outpatient services? Nominal

csri18os_name 329 Outpatient where? Nominal

csri18os_reas 330 Outpatient reason? Nominal

csri18os_days 331 Outpaitent appointments Nominal

csri18_ae 332 Used A&E? Nominal

csri18ae_name 333 A&E where? Nominal

csri18ae_reas 334 A&E reason? Nominal

csri18ae_days 335 A&E number of times Nominal

csri19para 336 used paramedic? Nominal

csri19para_nu
m

337 paramedic no. of contacts Nominal

csri19para_dur 338 typical duration contact paramedic Scale

csri19psy 339 used psychiatrist? Nominal

csri19psy_num
home

340 psych no. of contacts at home Nominal

csri19psy_durh
ome

341 psych duration at home (mins) Scale

csri19psy_num
clin

342 psych no. of contacts at clinic or office Nominal

csri19psy_durcl
in

343 psych duration at clinic/ office (mins) Scale

csri19psy_num
phone

344 psych no. of contacts on phone Nominal

csri19psy_durp
hone

345 psych duration phone (mins) Nominal

csri19gp 346 used gp? Nominal

csri19gp_numh
ome

347 gp no. of contacts at home Nominal

csri19gp_durho
me

348 gp duration home (mins) Scale

csri19gp_numc
lin

349 gp no. of contacts at clinic Nominal

csri19gp_durcli
n

350 gp av. duration clinic (mins) Scale



csri19gp_nump
hone

351 gp no. of contacts phone Nominal

csri19gp_durph
one

352 gp av. duration phone (mins) Scale

csri19den 353 used dentist? Nominal

csri19den_num 354 dentist no. of contacts Nominal

csri19den_dur 355 dentist av. duration (mins) Scale

csri19nhs111 356 used NHS 111? Nominal

csri19nhs111_n
um

357 NHS 111 no. of contacts Nominal

csri19nhs111_d
ur

358 NHS 111 av. duration (mins) Scale

csri19CPN 359 Used CPN? Nominal

csri19CPN_nu
m

360 CPN no. of contacts Nominal

csri19CPN_dur 361 CPN av. duration of contact (mins) Nominal

csri19DN 362 Used District Nurse? Nominal

csri19DN_num 363 District Nurse no. of contacts Nominal

csri19DN_dur 364 District Nurse av. duration of contacts 
(mins)

Scale

csri19PN 365 Used Practice Nurse? Nominal

csri19PN_num 366 Practice Nurse no. of contacts Scale

csri19PN_dur 367 Practice Nurse av. duration of contacts 
(mins)

Scale

csri20dc 368 used day care? Nominal

csri20dc_num 369 day care no. of sessions/ week Scale

csri20dc_dur 370 day care time per session (mins) Scale

csri20sc 371 used social clubs? Nominal

csri20sc_num 372 social club no. of sessions/ week Scale

csri20sc_dur 373 social club time per session (mins) Scale

csri20other 374 used other day activity service? Nominal

csri20other_sp
ecify

375 <none> Nominal

csri20other_nu
m

376 other - no. of sessions/ week Scale

csri20other_dur 377 other - time per session (mins) Scale

csri21 378 year of birth of carer Scale

csri22 379 gender of carer Nominal



csri23 380 ethnicity of carer Nominal

csri23other 381 if other - what other ethnicity carer Nominal

csri24 382 Carer Qualification Nominal

csri24other 383 what other qual carer Nominal

csri25 384 Carer sexual orientation Nominal

csri26 385 Do you live the participant? Nominal

csri27 386 Do you live with anyone else? Nominal

csri28 387 How long does it take you to get to? Nominal

csri29 388 What type of accommodation does the 
carer live in?

Nominal

csri29other 389 What other accommodation carer Nominal

csri30 390 How much time could you leave the 
participant at home?

Nominal

csri31a 391 Sleep Disruption experienced? Nominal

csri31b_hours 392 If sleep disrupted, how many hours per 
week?

Scale

csri32 393 How many hours spent caring on a typical 
day?

Scale

csri33a 394 Any other regular carers? Nominal

csri33b_form 395 If other carers, are any formal carers Nominal

csri33c_fam 396 If other carers, are any friends or relatives Nominal

csri34 397 Do you contribute most hrs to caring 
compared to other participants?

Nominal

csri34b 398 Hours in a week provided by all other 
carers?

Scale

Medication1 399 Medication1 Nominal

Medication2 400 Medication2 Nominal

Medication3 401 Medication3 Nominal

Medication4 402 Medication4 Nominal

Medication5 403 Medication5 Nominal

Medication6 404 Medication6 Nominal

Medication7 405 Medication7 Nominal

Medication8 406 Medication8 Nominal

Medication9 407 Medication9 Nominal

Medication10 408 Medication10 Nominal

Medication11 409 Medication11 Nominal

Medication12 410 Medication12 Nominal

Medication13 411 Medication13 Nominal



Medication14 412 Medication14 Nominal

Medication15 413 Medication15 Nominal

csri35a_num 414 How many others do you care for? Nominal

csri35b_child 415 Number of children cared for Nominal

csri35c_adult 416 Number of other adults cared for Nominal

csri36 417 Carer employment status Nominal

csri36_describ
e

418 description of job (previous or current) Nominal

csri37 419 Carer work hours Scale

csri38a 420 Has carer taken time off work for care Nominal

csri38b_days 421 How many days in 3 months take off work 
to care?

Scale

csri39a 422 Carer reduced hours for care? Nominal

csri39c_hours 423 How many hrs/ week cut down on to care? Scale

csri40 424 Carer reduced income (percentage) Nominal

csri41 425 Did you leave paid employment to provide 
care?

Nominal

csri43a 426 Receving cash payments? Nominal

csri43b_amoun
t

427 Cash payments per week received ( Scale

csri42 428 Carers allowance recevied? Nominal

csri44 429 Carers state of health Nominal

csri45 430 Carer suffer from chronic illness? Nominal

csri46 431 Carer taken medication in last 3 months? Nominal

csri47 432 Carer received counselling in last 3 
months?

Nominal

csri48 433 Carer admitted to hospital for >24hrs in last 
30 days?

Nominal

csri49 434 Carer used A&E for <24hrs in last 30 days? Nominal

csri50_gp 435 Carer used GP? Nominal

csri50_spec 436 Carer used specialist? Nominal

csri50_psy 437 Carer used Psychological/Psychiatric 
support?

Nominal

csri50_self 438 Carer used self-help groups? Nominal

csri50_sup 439 Carer used support groups? Nominal

csri50_edu 440 Carer used education groups? Nominal

csri50_exp 441 Carer used expert relative groups? Nominal

csri50_alt 442 Carer used alt. therapies? Nominal



csri50_advice 443 Carer used advice lines? Nominal

csri50_online 444 Carer used online support? Nominal

csri50_cafe 445 Carer used Alzheimer's cafe? Nominal

csri50_adm 446 Carer used Admiral Nurse? Nominal

csri50_other 447 Carer used Other? Describe Nominal

csri51 448 Visits as a result of caring (percentage) Scale

csri52 449 Care situation improved? Nominal

csri53 450 Carers assessment recevied? Nominal

csri54 451 Health affected by caring? Nominal

csri54a 452 If health affected, how so... Nominal

csri56 453 Carer receives adequate support for self? Nominal

csri58 454 What kind of support would you like to 
receive?

Nominal

csri59 455 Participant support for caring for 
participant?

Nominal

csri60 456 What kind of support would you like to 
receive for participant?

Nominal

eq_cself1 457 EQ-5D Carer Self-Report, Item 1 Nominal

eq_cself2 458 EQ-5D Carer Self-Report, Item 2 Nominal

eq_cself3 459 EQ-5D Carer Self-Report, Item 3 Nominal

eq_cself4 460 EQ-5D Carer Self-Report, Item 4 Nominal

eq_cself5 461 EQ-5D Carer Self-Report, Item 5 Nominal

eq_cself6 462 EQ-5D Carer Self-Report, Item 6 Nominal

eq_cself7 463 EQ-5D Carer Self-Report, Item 7 Scale

ghq1 464 General Health Questionnaire, Item 1 Nominal

ghq2 465 General Health Questionnaire, Item 2 Nominal

ghq3 466 General Health Questionnaire, Item 3 Nominal

ghq4 467 General Health Questionnaire, Item 4 Nominal

ghq5 468 General Health Questionnaire, Item 5 Nominal

ghq6 469 General Health Questionnaire, Item 6 Nominal

ghq7 470 General Health Questionnaire, Item 7 Nominal

ghq8 471 General Health Questionnaire, Item 8 Nominal

ghq9 472 General Health Questionnaire, Item 9 Nominal

ghq10 473 General Health Questionnaire, Item 10 Nominal

ghq11 474 General Health Questionnaire, Item 11 Nominal

ghq12 475 General Health Questionnaire, Item 12 Nominal

zcbi1 476 Zarit Caregiver Burden Inventory, Item 1 Nominal

zcbi2 477 Zarit Caregiver Burden Inventory, Item 2 Nominal



zcbi3 478 Zarit Caregiver Burden Inventory, Item 3 Nominal

zcbi4 479 Zarit Caregiver Burden Inventory, Item 4 Nominal

zcbi5 480 Zarit Caregiver Burden Inventory, Item 5 Nominal

zcbi6 481 Zarit Caregiver Burden Inventory, Item 6 Nominal

zcbi7 482 Zarit Caregiver Burden Inventory, Item 7 Nominal

zcbi8 483 Zarit Caregiver Burden Inventory, Item 8 Nominal

zcbi9 484 Zarit Caregiver Burden Inventory, Item 9 Nominal

zcbi10 485 Zarit Caregiver Burden Inventory, Item 10 Nominal

zcbi11 486 Zarit Caregiver Burden Inventory, Item 11 Nominal

zcbi12 487 Zarit Caregiver Burden Inventory, Item 12 Nominal

zcbi13 488 Zarit Caregiver Burden Inventory, Item 13 Nominal

zcbi14 489 Zarit Caregiver Burden Inventory, Item 14 Nominal

zcbi15 490 Zarit Caregiver Burden Inventory, Item 15 Nominal

zcbi16 491 Zarit Caregiver Burden Inventory, Item 16 Nominal

zcbi17 492 Zarit Caregiver Burden Inventory, Item 17 Nominal

zcbi18 493 Zarit Caregiver Burden Inventory, Item 18 Nominal

zcbi19 494 Zarit Caregiver Burden Inventory, Item 19 Nominal

zcbi20 495 Zarit Caregiver Burden Inventory, Item 20 Nominal

zcbi21 496 Zarit Caregiver Burden Inventory, Item 21 Nominal

zcbi22 497 Zarit Caregiver Burden Inventory, Item 22 Nominal

oars1 498 OARS, Item 1 Nominal

oars1a 499 OARS, Item 1a Nominal

oars2no_one 500 OARS, Item 2 - living with no one Nominal

oars2spouse 501 OARS, Item 2 - living with spouse Nominal

oars2child 502 OARS, Item 2 - living with child Nominal

oars2grandchil
d

503 OARS, Item 2 - living with grandchildren Nominal

oars2parents 504 OARS, Item 2 - living with parents Nominal

oars2siblings 505 OARS, Item 2 - living with siblings Nominal

oars2other_rel
ative

506 OARS, Item 2 - living with other family 
members

Nominal

oars2friends 507 OARS, Item 2 - living with friends Nominal

oars2paidhelp 508 OARS, Item 2 - living with paid help Nominal

oars2other_spe
cify

509 OARS, Item 2 - living with other, specify Nominal

oars3 510 OARS, Item 3 Nominal

oars4 511 OARS, Item 4 Nominal

oars5 512 OARS, Item 5 Nominal



oars6 513 OARS, Item 6 Scale

oars7 514 OARS, Item 7 Nominal

oars8 515 OARS, Item 8 Nominal

oars9 516 OARS, Item 9 Nominal

oars10 517 OARS, Item 10 Nominal

oars11 518 OARS, Item 11 Nominal

oars11a 519 OARS, Item 11A Nominal

oars11b_relatio
nship

520 OARS, Item 11B (Relationship) Nominal

oars_rating 521 OARS Rating Score Nominal

sf1 522 Short Form, Item 1 Scale

sf2A 523 Short Form, Item 2A Nominal

sf2B 524 Short Form, Item 2B Nominal

sf3A 525 Short Form, Item 3A Nominal

sf3B 526 Short Form, Item 3B Nominal

sf4A 527 Short Form, Item 4A Nominal

sf4B 528 Short Form, Item 4B Nominal

sf5 529 Short Form, Item 5 Nominal

sf6A 530 Short Form, Item 6A Nominal

sf6B 531 Short Form, Item 6B Nominal

sf6C 532 Short Form, Item 6C Nominal

sf7 533 Short Form, Item 7 Nominal

Variables in the working file


