
Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2210811538666441839521517320398Form of lupus (such as systemic

44%AOP28%22%63%90%AKOPQ38%57%AOP100%AKMOPQ22%CDFGH3%3%2%27%CDFGH6%F11%FGH100%ACDEFGHI29%CDFGHlupus erythematosus (SLE),

cutaneous lupus (skin lupus), drug-

induced lupus or juvenile-onset

lupus (JSLE))

1697122155116181475812811151105366Sjogren's disease

32%25%24%25%36%31%100%AJMOPQ41%AP17%FH6%21%EFH5%10%14%F100%ABDEFGHI33%ADEFGHI27%DEFGHI

928111416725216317757116Myositis/inflammatory muscle

18%AJKP7%22%AJKP13%10%100%6%5%6%F2%6%BF1%1%100%ABCEFGHI3%2%9%BCEFHdisease

10272142-6154-23772162151Antiphospholipid syndrome (APS)

20%AKOP7%4%13%100%AJKOPQ-5%34%AKOP5%CFGH-1%1%100%ABCDFGHI3%1%19%ACDFGHI11%CDFGHKP

42638121732-526011315287Form of systemic vasculitis

8%7%6%100%2%13%15%MP7%2%-2%100%ABCDEGHI1%1%2%5%H21%BCDEGHIJM(including Behcet's)

OPQ

101995022731482927031111315350Form of systemic sclerosis or

20%M52%AJKMQ100%AJKMPQ25%5%44%27%JM9%10%EF25%BCEFI100%ABCDEFHI1%1%14%BEF9%EF5%F26%BCDEFIJMscleroderma

3238345519861204411521624163252150649Raynaud's disease

64%A100%AJKMOQ90%AJKMQ63%45%50%53%45%54%CEF100%ABCDEFGI80%ABCDEFI9%21%F42%EF34%EF47%CEF48%CEF

50561347317138272459111342193Undifferentiated or mixed

100%AJKMOP15%26%AP50%17%19%15%30%AKP100%ABCDEFGH6%F9%F2%12%F14%F9%F13%FH14%CFGHconnective tissue disease

-----------------None of these rare autoimmune

-----------------diseases

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 1

Q1 Have you been diagnosed with any of the following rare autoimmune diseases?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

7519932239016141398398Form of lupus (such as systemic

39%ADFGH31%DFG9%8%60%ACDFGHI14%39%ADFGH100%ACDEFGHI29%DFGlupus erythematosus (SLE),

cutaneous lupus (skin lupus), drug-

induced lupus or juvenile-onset

lupus (JSLE))

5920288283327366141366Sjogren's disease

31%F31%AEFG25%F10%22%F23%F100%ABDEFGHI35%ADEFG27%F

266033681162716116Myositis/inflammatory muscle

13%ABCEFH9%BF9%BF2%5%100%ABCEFGHI7%BF4%9%BFdisease

26636615183390151Antiphospholipid syndrome (APS)

13%FG10%FG2%2%100%ABCDFGHI7%FG9%FG23%ACDFGHI11%FG

154415287662823287Form of systemic vasculitis

8%7%G4%100%ABCDEGHI4%5%8%G6%21%BCDEGHI(including Behcet's)

52290350156338832350Form of systemic sclerosis or

27%BEF45%ABCDEFI100%ABCDEFHI5%4%28%BEF24%BEF8%E26%BEFscleroderma

131649290446360202199649Raynaud's disease

68%ABCDEF100%ABCDEFGI83%ABCDEFI15%42%F52%F55%AEF50%EF48%F

193131521526265975193Undifferentiated or mixed

100%ABCDEFGH20%ACFG15%F5%17%F22%AFG16%F19%AF14%Fconnective tissue disease

---------None of these rare autoimmune

---------diseases

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 2

Q1 Have you been diagnosed with any of the following rare autoimmune diseases?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-2374204166312986563014398Form of lupus (such as systemic

-100%30%AJ17%40%14%22%31%GH32%GH37%AGH39%AGH61%29%GHJlupus erythematosus (SLE),

cutaneous lupus (skin lupus), drug-

induced lupus or juvenile-onset

lupus (JSLE))

--35411341103119642214-366Sjogren's disease

--29%AJ9%30%37%ACDE35%ACDE28%D24%D15%18%-27%DJ

--10412-7302829148-116Myositis/inflammatory muscle

--8%10%-6%10%7%11%9%11%-9%disease

-113614-31844492746151Antiphospholipid syndrome (APS)

-50%11%12%-3%6%11%GH18%ACFGH18%ACFGH5%26%11%GH

--24443-17551105330193287Form of systemic vasculitis

--20%36%AK-15%19%26%AEGH20%20%25%13%21%K(including Behcet's)

--3302033998102672993350Form of systemic sclerosis or

--27%AJ17%30%35%ACDEF34%ACDEF24%C25%C19%12%13%26%CJscleroderma

-15915666615317613584236649Raynaud's disease

-50%48%47%60%59%ACF52%CF42%50%CF56%ACF30%26%48%CF

-118561528595829121193Undifferentiated or mixed

-50%15%AJ5%10%4%10%14%H21%AFGH19%GH16%H4%14%GHJconnective tissue disease

-------------None of these rare autoimmune

-------------diseases

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 3

Q1 Have you been diagnosed with any of the following rare autoimmune diseases?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*52*39*22537*29**39*66*222709Total

14956335360--------216216Form of lupus (such as systemic

28%JO25%JO12%J38%83%AJKOPQ19%52%AJOPQ--------97%ACDFGHI30%CDFGHIJOlupus erythematosus (SLE),

Pcutaneous lupus (skin lupus), drug-

induced lupus or juvenile-onset

lupus (JSLE))

3356-11-10------56-56Sjogren's disease

6%K9%K12%K-2%6%-23%AKMPQ------85%ABDFGHI-8%BGIK

5178---62-----38--38Myositis/inflammatory muscle

10%M4%16%AKMP---5%5%-----97%ABCFGHI--5%BGdisease

5611--211----26---26Antiphospholipid syndrome (APS)

10%AKMP2%2%13%--2%25%AKMOP----90%---4%BGP

4171--293---36----36Form of systemic vasculitis

8%4%2%--13%8%7%---97%ABCDGHI----5%BG(including Behcet's)

7181-215241--221-----221Form of systemic sclerosis or

14%JO47%AJKMOQ-25%2%31%21%JMO2%--98%ABCDFHI-----31%BCDFHIJKMscleroderma

OQ

5-21--143-34------34Raynaud's disease

10%MP-42%AJKMPQ--6%3%P7%P-87%ABCDFGI------5%BGP

-2222329949-------49Undifferentiated or mixed

-6%4%25%7%13%8%Q20%AKOPQ94%ABCDFGH-------7%BCGconnective tissue disease

7105-222535413110633I don't know

14%AKP3%10%KP-5%13%2%11%AKP6%13%ABG2%3%10%3%15%ABDG3%5%GP

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 4

Q2 Thinking about the diagnoses you selected, which of the following best describes your primary rare autoimmune diagnosis?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

16357330564*10378*281300709Total

391471415607103216216Form of lupus (such as systemic

24%DG26%DG5%23%DG58%ACDFGHI9%37%ADFGHI72%ACDEFGHI30%DGHIlupus erythematosus (SLE),

cutaneous lupus (skin lupus), drug-

induced lupus or juvenile-onset

lupus (JSLE))

9439214561256Sjogren's disease

6%8%BEG3%3%1%5%20%ABDEFGHI4%8%BEG

103211123811538Myositis/inflammatory muscle

6%B6%BG4%2%2%49%ABCEFGHI4%B2%5%Bdisease

6131126151826Antiphospholipid syndrome (APS)

4%G2%G*2%25%ABCDFGHI1%2%G6%ACGH4%CGH

5232363311536Form of systemic vasculitis

3%G4%BG1%56%ABCDEGHI3%4%G4%BG2%5%BGH(including Behcet's)

242122215215588221Form of systemic sclerosis or

15%BE37%ABCDEFI72%ABCDEFHI8%B2%19%BEF21%BEF3%31%BCDEFIscleroderma

53427--16334Raynaud's disease

3%6%ABCEF9%ABCDEFHI--1%2%1%5%BCE

49417245141649Undifferentiated or mixed

30%ABCDEFGH7%G2%3%4%6%G5%G5%G7%Gconnective tissue disease

162813254171733I don't know

10%ABGH5%4%3%5%5%6%6%5%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 5

Q2 Thinking about the diagnoses you selected, which of the following best describes your primary rare autoimmune diagnosis?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**66342*5**61*16320615385*28**8**709Total

--200142839655432115216Form of lupus (such as systemic

--30%33%40%13%24%32%H35%GH38%GH39%63%30%GHlupus erythematosus (SLE),

cutaneous lupus (skin lupus), drug-

induced lupus or juvenile-onset

lupus (JSLE))

--5512161713521-56Sjogren's disease

--8%2%40%26%ADEFG10%DE6%3%2%4%-8%DE

--335-3912761-38Myositis/inflammatory muscle

--5%12%-5%6%6%5%7%4%-5%disease

-1232-138941-26Antiphospholipid syndrome (APS)

-50%3%5%-2%2%4%6%5%4%-4%

--342--816561-36Form of systemic vasculitis

--5%5%--5%8%AH3%7%H4%-5%(including Behcet's)

--207141247065381562221Form of systemic sclerosis or

--31%33%20%39%DE43%ADEF32%D25%18%21%25%31%Dscleroderma

--331-647782-34Raynaud's disease

--5%2%-10%FG2%3%5%9%AFG7%-5%

-148--2392275149Undifferentiated or mixed

-50%7%--3%2%4%14%AFGH8%G18%13%7%Gconnective tissue disease

--303-1101165--33I don't know

--5%7%-2%6%5%4%6%--5%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 6

Q2 Thinking about the diagnoses you selected, which of the following best describes your primary rare autoimmune diagnosis?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

4432743735149535726424018632701212611046Rheumatology

88%85%A86%88%83%88%82%80%88%AEFH56%89%ABCEFH72%EH42%91%ABCEFH80%EH82%AEFH77%EFH

1396133149411423154971131270101354Ophthalmology

26%25%26%38%33%56%35%AP32%28%H13%18%27%DGH17%16%46%ABDEFGHI32%ADEGH26%DGH

17133232892872122128705272746346Respiratory

34%J35%AJKM46%AJKM25%19%56%24%16%26%BE19%E47%ABCEFHI27%BCE6%35%BCEH18%E14%26%BCE

1311915-10526818141033910202254280Cardiology

26%31%A30%-24%31%22%18%22%12%38%ABCDEFHI15%13%26%CEFH15%17%21%BCFH

121021721011981614783510143245244Gastroenterology

24%27%AK34%AK25%24%6%16%18%20%12%29%ABEFH13%13%18%21%F14%18%BF

10661026525981146347172077220Dermatology

20%17%20%25%14%31%22%20%10%10%17%13%9%22%EHI13%24%ACEFGHI16%H

940416-14572169786552193Renal

18%10%8%13%14%-12%11%9%H2%6%37%ABCDEGHI10%CH8%H3%16%CGH14%CGHP

2405163121871880171826165ENT

4%10%10%13%14%J19%10%2%10%E6%7%31%ABCDEGHI1%9%E12%E8%E12%BEGHJ

56093331751393921693430161Oral medicine

10%16%A18%38%7%19%15%11%16%F8%14%F8%8%12%23%ABDEFGH9%12%F

1038235217847193114151439143Neurology

20%AOP10%4%38%12%13%15%18%O5%6%7%12%18%AGHI19%ACGHI9%12%G11%G

131-3-15211-1912632Haematology

2%1%2%-7%AKP-1%11%AKP2%F1%*-25%ABCDFGHI1%1%2%F2%FGP

252-2-3-11-2-41817Physiotherapy

4%1%4%-5%A-3%-1%1%-1%-5%ACEFG1%3%AG1%

RAIRDA Survey 2024
Table 7

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

15------1216---515Endocrinology

2%1%------1%2%*2%---2%1%

15--1-----23--1814Orthopaedics

2%1%--2%-----1%1%--1%3%A1%

-4--1-2----4122211Pain management

-1%--2%-2%----2%G1%3%G1%1%1%

-2-----1-313--1210GP

-1%-----2%-3%AG*1%--1%1%1%

-2----1-1--5-1-29Immunology

-1%----1%-1%--2%AG-1%-1%1%

12----112-24---19Vascular

2%1%----1%2%2%B-1%2%---*1%

22--------13--228Urology

4%AKP1%--------*1%--1%1%1%

13----1---2--1126Podiatry

2%1%----1%---1%--1%1%1%*

1-----2--121--2-6Dental

2%P-----2%P--1%1%*--1%B-*

-31--1---141----6Plastics

-1%2%--6%---1%1%AB*----*

-----21---111--25Gynaecology

-----13%1%---**1%--1%*

-2------2-11----4Pulmonary hypertension

-1%------2%AB-**----*

RAIRDA Survey 2024
Table 7

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

11--------11-1--3Colorectal

2%A*--------**-1%B--*

--------1-1----13Hepatology

--------1%-*----**

-1--------11---13Psychology

-*--------**---**

----------1---1-2Oncology

----------*---1%-*

11--------1----12Dietician

2%A*--------*----**

------1-----1--12Stroke clinic

------1%-----1%A--**

-------1----2---2Thrombosis

-------2%AP----3%ABCFG---*

-----------2----2Nephrology

-----------1%A----*

---------------22Psychiatry

---------------1%A*

2121-1152-58122221344Other

4%3%2%-2%6%4%5%-4%3%5%I3%3%1%4%3%

117212-8243113722-718102None of these

2%4%4%13%5%-7%5%5%27%ABCDFGI5%3%29%ABCDFGI-5%6%D8%DFP

---------1------1I don't know

---------1%A------*

RAIRDA Survey 2024
Table 7

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-----------------Don't know/no answer

-----------------

1183141101301120375159252243923491 specialist

22%22%28%13%24%6%26%25%24%32%G19%23%32%G29%28%G29%G26%GP

1190311042591919626681938823132 specialists

22%O23%O6%13%24%O25%22%O20%O23%E17%23%E25%E10%25%E25%E26%EH23%EO

974132103191123135553101229522473 specialists

18%19%26%25%24%19%16%25%28%ABEH11%20%H20%H13%16%19%16%18%H

10648-35168108544051516351834 specialists

20%17%A16%-7%31%14%18%12%7%20%ABCEH15%EH6%19%BEH11%11%14%H

52553527244161744826835 specialists

10%7%10%38%12%13%6%5%5%3%6%7%5%5%5%8%6%

1145-1-61118101368386 specialists

2%4%10%AP-2%-5%2%1%1%3%4%1%4%4%3%3%

111---12-11861132237 specialists

2%3%---6%2%-1%1%3%B2%1%1%2%1%2%

-1--1-2---1111-268 specialists

-*--2%-2%---**1%1%-1%*

-2--------11---139 specialists

-1%--------**---**

12----1---1---12410 or more specialists

2%A1%----1%---*---1%1%*

3.0A2.8A2.93.02.63.42.72.52.4EH1.62.8ABEH2.7AEH1.72.7EH2.5EH2.5EH2.5EHAverage number of codes selected,

not including `None of these', `I

don't know', ‘Not stated’

RAIRDA Survey 2024
Table 7

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

1.91.81.71.91.71.51.91.41.41.51.71.61.81.61.71.71.7Standard deviation

0.270.090.250.680.260.380.180.210.160.140.110.100.210.180.140.100.05Standard error

RAIRDA Survey 2024
Table 7

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

173525309210951053023271046Rheumatology

90%ABCEFH81%AEF88%ABCEFH73%E63%91%ABCEFH83%AEF82%AEF77%E

5816267823926154128354Ophthalmology

30%G25%G19%29%G26%22%42%ABDEFGHI32%ADGH26%G

622021647819489569346Respiratory

32%ABE31%ABCE47%ABCEFHI27%BE13%41%ABCEFH26%BE17%26%BE

511711304126327975280Cardiology

26%ABEF26%ABCEF37%ABCDEFHI14%17%28%BEF22%F19%21%F

541531054128247962244Gastroenterology

28%ABEF24%ABF30%ABCDEFH14%19%21%22%ABF16%18%

33110614119266794220Dermatology

17%17%17%14%13%22%EF18%24%ACEFGHI16%

2661241051972963193Renal

13%CDGH9%G7%37%ABCDEGHI13%G6%8%16%CDGH14%CDGH

1961278511154435165ENT

10%9%8%30%ABCDEGHI7%13%12%G9%12%BEGH

3394512512167244161Oral medicine

17%ABEF14%ABEF15%EF9%8%14%20%ABEFGH11%12%

2867243822205052143Neurology

15%G10%G7%13%G15%G17%AGH14%AGH13%G11%G

472-23151232Haematology

2%F1%1%-15%ABCDFGHI1%1%F3%FGH2%FGH

61022246917Physiotherapy

3%AFG2%G1%1%1%3%AFG2%2%A1%

3726--2615Endocrinology

2%1%1%2%--1%2%1%

RAIRDA Survey 2024
Table 8

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

17242-1914Orthopaedics

1%1%1%1%1%-*2%AC1%

26-5226311Pain management

1%1%-2%G1%G2%G2%G1%1%

-6231-2310GP

-1%1%1%1%-1%1%1%

1316-1229Immunology

1%**2%ABGH-1%1%1%1%

3524--239Vascular

2%1%1%1%--1%1%1%

24131-338Urology

1%1%*1%1%-1%1%1%

232-11226Podiatry

1%*1%-1%1%1%1%*

1322--4-6Dental

1%*1%1%--1%B-*

1451-11-6Plastics

1%1%1%ABH*-1%*-*

-11122325Gynaecology

-***1%H2%AH1%H1%*

3221-11-4Pulmonary hypertension

2%ABH*1%*-1%*-*

1111-1--3Colorectal

1%***-1%--*

1-1----13Hepatology

1%-*----**

1111--113Psychology

1%***--***

RAIRDA Survey 2024
Table 8

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

--1---1-2Oncology

--*---*-*

121---212Dietician

1%**---1%**

-1-11-112Stroke clinic

-*-*1%-***

----2--12Thrombosis

----1%ACGH--**

---2----2Nephrology

---1%AH----*

-------22Psychiatry

-------1%*

623101333121644Other

3%4%3%5%2%3%3%4%3%

75515925-1822102None of these

4%D8%BCDFGI4%D3%17%ABCDFGHI-5%D6%D8%CDFGI

-1------1I don't know

-*------*

---------Don't know/no answer

---------

3615075634427921073491 specialist

19%23%21%22%29%I23%25%27%I26%GHI

401366969262580933132 specialists

21%21%20%24%17%22%22%23%23%

471237259242663702473 specialists

24%ABCEH19%21%21%16%22%17%18%18%

RAIRDA Survey 2024
Table 8

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

33946744152154521834 specialists

17%E14%19%ABEH15%10%18%E15%13%14%

13452422992431835 specialists

7%7%7%8%6%8%7%8%6%

9231612451613386 specialists

5%4%5%A4%3%4%4%A3%3%

314971294237 specialists

2%2%3%2%1%2%2%1%2%

2311214368 specialists

1%***1%1%1%1%*

1211--2139 specialists

1%***--1%**

231-1-42410 or more specialists

1%**-1%-1%A1%*

3.0ABEH2.6AE2.9ABEH2.8AE2.22.9AE2.8ABE2.6E2.5EAverage number of codes selected,

not including `None of these', `I

don't know', ‘Not stated’

1.91.81.71.71.91.62.01.81.7Standard deviation

0.130.070.090.100.150.150.100.090.05Standard error

RAIRDA Survey 2024
Table 8

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--9697587722332221312065181046Rheumatology

--79%AJ63%80%69%76%77%79%H80%H86%H78%77%HJ

--33123224911155842175354Ophthalmology

--27%A19%20%21%31%AE28%21%28%22%22%26%E

--31729227871046540174346Respiratory

--26%24%20%24%30%25%24%27%22%17%26%

--2592122862785536154280Cardiology

--21%18%20%25%21%19%20%24%20%17%21%

-123112-2250785229103244Gastroenterology

-50%19%AJ10%-20%17%19%19%19%13%13%18%J

--2081111936734324177220Dermatology

--17%AJ9%10%17%12%17%16%16%22%G30%16%GJ

-116230-1339624219153193Renal

-50%13%25%AK-12%13%15%15%13%20%13%14%K

--14916-73056342693165ENT

--12%13%-6%10%13%H13%17%AGH12%13%12%H

--154721132493716113161Oral medicine

--13%AJ6%20%10%11%12%14%11%14%13%12%J

-113012-82949292062143Neurology

-50%11%10%-7%10%12%11%13%8%9%11%

-1301-246854332Haematology

-50%2%1%-2%1%1%3%3%5%FG13%2%

--161--3662--17Physiotherapy

--1%1%--1%1%2%1%--1%

--15--221523-15Endocrinology

--1%--2%1%*2%F1%4%AFG-1%F

--1311246--1-14Orthopaedics

--1%1%10%2%E1%1%E--1%-1%

--101---452--11Pain management

--1%1%---1%2%G1%G--1%

--91-333-1--10GP

--1%1%-3%AE1%1%-1%--1%

--9---422-1-9Immunology

--1%---1%*1%-1%-1%

RAIRDA Survey 2024
Table 9

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-171-1314---9Vascular

-50%1%1%-1%1%*1%---1%

--8--214--1-8Urology

--1%--2%E*1%--1%-1%

--6---2211--6Podiatry

--*---1%**1%--*

--6---51----6Dental

--*---2%AEF*----*

--6--111111-6Plastics

--*--1%***1%1%-*

--5---112-1-5Gynaecology

--*---**1%-1%-*

--31--111-1-4Pulmonary hypertension

--*1%--***-1%-*

--3--11---1-3Colorectal

--*--1%*---1%F-*

--3--1---11-3Hepatology

--*--1%---1%1%F-*

--3---1--11-3Psychology

--*---*--1%1%F-*

--11--11----2Oncology

--*1%K--**----*K

--11--11----2Dietician

--*1%K--**----*K

--2----2----2Stroke clinic

--*----*----*

--2----11---2Thrombosis

--*----**---*

--2---1-1---2Nephrology

--*---*-*---*

--2------2--2Psychiatry

--*------1%AFG--*

--386-31319233144Other

--3%5%-3%4%E5%E1%2%4%E4%3%E

RAIRDA Survey 2024
Table 9

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--89131151731231131102None of these

--7%11%10%13%ACFG6%7%8%7%4%4%8%

--1-----1---1I don't know

--*-----*---*

-------------Don't know/no answer

-------------

--305435297411571311773491 specialist

--25%36%AK50%26%25%28%26%21%22%30%26%K

-128328222769956312163132 specialists

-50%23%23%20%20%26%24%21%21%28%26%23%

-123214118507053371532473 specialists

-50%19%12%10%16%17%17%20%25%AF20%13%18%J

--17112-1742504022931834 specialists

--14%10%-15%14%12%15%15%12%13%14%

--785-82223111072835 specialists

--6%4%-7%8%6%4%7%9%9%6%

--362126165521386 specialists

--3%2%10%2%2%4%2%3%3%4%3%

--212-136832-237 specialists

--2%2%-1%1%1%3%2%3%-2%

--6----33---68 specialists

--*----1%1%---*

--3---12----39 specialists

--*---**----*

--31--13----410 or more specialists

--*1%--*1%----*

-2.52.5AJ2.11.82.32.52.52.52.62.62.42.5JAverage number of codes selected,

not including `None of these', `I

don't know', ‘Not stated’

-0.71.71.71.71.61.61.91.71.61.61.61.7Standard deviation

-0.500.050.160.530.150.100.090.110.130.180.330.05Standard error

RAIRDA Survey 2024
Table 9

Q3 Thinking about all of your rare autoimmune disease(s), in the last 12 months, which of the following specialties have you received care from?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2113922117848183355921104333711485851 (1)

42%36%44%13%40%50%41%41%40%48%G34%42%56%AFG43%47%G46%G43%GP

1614414217429152522981001528391014282 (2)

32%38%AK28%25%40%25%25%34%30%19%36%CEH38%ACEH19%36%EH26%32%EH32%EH

967114332671812533210827502103 (3)

18%17%22%50%7%19%22%AM16%22%FH10%20%AFH12%13%10%18%16%16%

3203-5-8235151526712654 (4)

6%5%6%-12%A-7%5%4%4%6%6%3%8%5%4%5%

-7-1-1223-6-1134185 (5)

-2%-13%-6%2%5%4%FH-2%F-1%1%2%F1%1%

13----3---421134156 or more (6)

2%1%----3%---1%1%1%1%2%1%1%

-3-------21215-1131I can't remember

-1%-------18%ABCDEFGI1%*6%ABCDFGI-1%*2%BFGP

-----------------Don't know/no answer

-----------------

2.02.0A1.92.81.91.92.1A2.02.0H1.62.1ABEFH1.81.71.91.9H1.91.9HAverage number of hospital sites

1.11.01.01.21.01.11.21.11.10.91.10.91.11.11.21.01.0Standard deviation

0.150.050.130.410.150.290.110.160.120.090.070.060.120.120.090.060.03Standard error

RAIRDA Survey 2024
Table 10

Q4 Thinking about all of your rare autoimmune disease(s), currently how many different hospital sites do you visit for your treatment or monitoring?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

7225613011771461521765851 (1)

37%39%37%41%47%G40%42%44%G43%GH

592031181054538991244282 (2)

31%31%34%C37%AC30%33%27%31%32%C

431167042191875692103 (3)

22%AEF18%A20%AE15%13%16%20%AEF17%16%

133420199112316654 (4)

7%5%6%7%6%9%AB6%4%5%

310611277185 (5)

2%2%2%*1%2%2%2%1%

36421185156 or more (6)

2%1%1%1%1%1%2%AH1%1%

-24215-2131I can't remember

-4%ABCDFGI1%*3%BCDFGI-1%*2%BCFGI

---------Don't know/no answer

---------

2.1ABEF2.0A2.0AE1.91.82.02.1ABE1.91.9Average number of hospital sites

1.11.11.11.01.01.11.21.11.0Standard deviation

0.080.040.060.060.080.100.060.050.03Standard error

RAIRDA Survey 2024
Table 11

Q4 Thinking about all of your rare autoimmune disease(s), currently how many different hospital sites do you visit for your treatment or monitoring?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--520645541301861085933105851 (1)

--42%53%AK50%48%45%44%40%39%43%43%43%K

-1401254298713194552354282 (2)

-50%33%AJ21%40%26%30%31%35%37%30%22%32%J

--19119-12496146181682103 (3)

--16%16%-11%17%15%17%12%21%35%16%

--623-6102310142-654 (4)

--5%3%-5%3%6%4%9%AEG3%-5%

-1161-2547---185 (5)

-50%1%1%-2%2%1%3%D---1%

--141-332322-156 or more (6)

--1%1%-3%F1%*1%1%3%-1%

--2471681132--31I can't remember

--2%6%AK10%5%ACE3%3%1%1%--2%K

-------------Don't know/no answer

-------------

-3.51.91.71.41.91.91.92.02.01.91.91.9JAverage number of hospital sites

-2.11.01.00.51.21.01.01.11.11.10.91.0Standard deviation

-1.500.030.090.180.120.060.050.070.090.120.190.03Standard error

RAIRDA Survey 2024
Table 12

Q4 Thinking about all of your rare autoimmune disease(s), currently how many different hospital sites do you visit for your treatment or monitoring?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

1611816210234152618847124334699401Under 30 mins (15)

32%31%32%25%24%13%29%34%32%H16%31%H27%H31%H43%ABFH30%H31%H30%H

171611911495118363811311617285613654031 mins up to 60 minutes (45)

34%42%38%13%33%56%44%41%44%E33%42%E45%EH22%36%37%E43%E40%E

9518452173710374679163716961 minutes up to 90 minutes (75)

18%13%16%50%12%13%15%7%9%9%14%18%ABHI9%12%11%12%13%

5201-5241421292314156191 minutes up to 2 hours (105)

10%5%2%-12%AK13%3%2%5%2%4%3%3%4%9%AFGH5%5%

181-1-255393327436Over 2 hours, up to 3 hours (150)

2%2%2%-2%-2%11%AKP6%BF3%3%1%4%3%5%BF1%3%

1101121412479225839Over 3 hours (180)

2%3%2%13%5%6%3%2%2%3%3%3%3%3%3%3%3%

-5--2-2-22321-2921My appointments take place

-1%--5%-2%-2%2%1%1%1%-1%3%2%virtually (over the phone or via

video call)

1104-3-21-374421-51182I do not see a specialist

2%3%8%KP-7%-2%2%-32%ABCDFGI1%2%27%ABCDFGI-3%3%6%BDFGIKP

---------11----13I can't remember

---------1%*----**

-----------------Don't know/no answer

-----------------

51.748.846.369.459.260.949.353.450.854.849.650.248.544.254.4B46.849.6Average time to appointment

(minutes)

37.536.534.851.944.640.837.146.341.042.137.836.043.937.542.835.038.2Standard deviation (minutes)

RAIRDA Survey 2024
Table 13

Q5 Still thinking about all your rare autoimmune disease(s), how long do you need to travel to get to appointments with your specialist?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

5.361.905.1318.367.3310.203.517.064.594.862.342.265.924.283.572.021.08Standard error (minutes)

RAIRDA Survey 2024
Table 13

Q5 Still thinking about all your rare autoimmune disease(s), how long do you need to travel to get to appointments with your specialist?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

69182108774545104124401Under 30 mins (15)

36%ACFH28%31%27%30%39%ACFH28%31%30%

77256147124414715016554031 mins up to 60 minutes (45)

40%E39%E42%E43%E27%41%E41%E41%E40%E

238848541714514916961 minutes up to 90 minutes (75)

12%14%14%19%ABEHI11%12%14%12%13%

113115109523196191 minutes up to 2 hours (105)

6%5%4%3%6%4%6%5%5%

6161035210936Over 2 hours, up to 3 hours (150)

3%2%3%1%3%2%3%2%3%F

4189117312939Over 3 hours (180)

2%3%3%4%5%3%3%2%3%

28333-51021My appointments take place

1%1%1%1%2%-1%3%H2%virtually (over the phone or via

video call)

1499524-111282I do not see a specialist

1%8%ABCDFGI3%2%16%ABCDFGHI-3%I3%6%BCDFGI

-11----13I can't remember

-**----**

---------Don't know/no answer

---------

47.450.349.151.154.4B44.952.047.849.6Average time to appointment

(minutes)

37.137.837.136.846.035.939.136.038.2Standard deviation (minutes)

2.691.552.022.204.133.332.091.861.08Standard error (minutes)

RAIRDA Survey 2024
Table 14

Q5 Still thinking about all your rare autoimmune disease(s), how long do you need to travel to get to appointments with your specialist?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--36734224771298950246401Under 30 mins (15)

--30%28%20%21%26%31%33%H33%H32%26%30%H

-14934534911716910357311154031 mins up to 60 minutes (45)

-50%40%38%30%44%40%40%38%38%41%48%40%

--15414-134044342115216961 minutes up to 90 minutes (75)

--13%12%-12%14%11%13%14%20%F9%13%

--574-81318136126191 minutes up to 2 hours (105)

--5%3%-7%4%4%5%4%1%9%5%

--3241581633--36Over 2 hours, up to 3 hours (150)

--3%3%10%4%E3%4%E1%2%--3%

-1353-111111023139Over 3 hours (180)

-50%3%3%-1%4%3%4%1%4%4%3%

--174226632--21My appointments take place

--1%3%20%2%2%1%1%1%--2%virtually (over the phone or via

video call)

--701221019241592182I do not see a specialist

--6%10%20%9%7%6%6%6%3%4%6%

--3---111---3I can't remember

--*---***---*

-------------Don't know/no answer

-------------

-112.549.549.552.553.152.549.448.245.547.651.149.6Average time to appointment

(minutes)

-95.538.038.750.036.140.139.138.433.535.738.938.2Standard deviation (minutes)

-67.501.133.8020.403.612.461.992.422.844.158.301.08Standard error (minutes)

RAIRDA Survey 2024
Table 15

Q5 Still thinking about all your rare autoimmune disease(s), how long do you need to travel to get to appointments with your specialist?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

87910-12523927947374174865254Yes - to get a diagnosis

16%21%20%-29%31%20%20%33%ABEFGH8%17%EH14%E5%22%EH32%ABEFGH20%EH19%EFH

7537-7216712627224114837167Yes - to see a specific doctor/

14%14%14%-17%13%14%16%15%H5%10%8%5%14%H32%ABDEFGHI12%12%EFHconsultant

-83-226123611311532Yes - the service I needed wasn't

-2%6%-5%13%5%A2%2%3%2%*1%4%F7%ABFG2%2%Favailable in my area

4368-73142962217892139131Yes - the waiting time in my area

8%9%16%-17%19%12%5%11%5%8%7%10%12%14%FH12%FH10%for appointments was too long

121---43312--11614Yes - I always use private

2%1%2%---3%AP7%AP4%AF1%1%--1%1%2%F1%healthcare

33262338261082264794206199635176222958No - I have not used private

66%68%66%100%62%63%71%59%57%82%ABCDI76%ACI77%ACI82%ABCDI66%C50%69%CI71%CIhealthcare for my rare autoimmune

disease(s)

---------2-1----3I don't know

---------2%ABG-*----*

11-----2--13-1128Prefer not to say

2%*-----5%AKP--*1%-1%1%1%1%

-----------------Don't know/no answer

-----------------

1612017-16634163519635714257496383Yes
32%31%34%-38%38%29%36%43%ABEFGH17%23%22%18%32%EH49%ABDEFGH30%EFH28%EFGH

33262338261082264794206199635176222958No
66%68%66%100%62%63%71%59%57%82%ABCDI76%ACI77%ACI82%ABCDI66%C50%69%CI71%CI

RAIRDA Survey 2024
Table 16

Q6 Have you ever used private healthcare for your rare autoimmune disease(s) for any of the following reasons?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

49122674022289181254Yes - to get a diagnosis

25%AEFH19%19%14%15%24%EF25%AEFGH20%F19%F

3083372513208348167Yes - to see a specific doctor/

16%EF13%11%9%9%17%EFG23%ABEFGHI12%12%Fconsultant

3191123719732Yes - the service I needed wasn't

2%3%F3%F1%2%6%ABFI5%ABFHI2%2%Favailable in my area

2263321917174446131Yes - the waiting time in my area

11%10%9%7%11%15%F12%F12%F10%Ffor appointments was too long

51031-16914Yes - I always use private

3%AEF2%1%*-1%2%2%AF1%healthcare

12145225722211174223270958No - I have not used private

63%70%CI73%CDI77%ABCDHI74%CI64%61%68%C71%CIhealthcare for my rare autoimmune

disease(s)

-2-1----3I don't know

-*-*----*

132311248Prefer not to say

1%*1%1%1%1%1%1%1%

---------Don't know/no answer

---------

7119291613941141124383Yes
37%AEFGH30%F26%21%26%35%FG39%ABEFGH31%F28%F

12145225722211174223270958No
63%70%CI73%CDI77%ABCDHI74%CI64%61%68%C71%CI

RAIRDA Survey 2024
Table 17

Q6 Have you ever used private healthcare for your rare autoimmune disease(s) for any of the following reasons?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-12322112051826124123254Yes - to get a diagnosis

-50%19%18%10%18%17%20%23%16%16%13%19%

-1159711938493117102167Yes - to see a specific doctor/

-50%13%AJ6%10%17%13%12%11%11%13%9%12%Jconsultant

-131--391171-132Yes - the service I needed wasn't

-50%3%--3%3%3%3%1%-4%2%available in my area

-112010-1323323316104131Yes - the waiting time in my area

-50%10%8%-12%8%8%12%F11%13%17%10%for appointments was too long

-113--32333--14Yes - I always use private

-50%1%--3%1%1%1%2%--1%healthcare

-1862938782112971831135117958No - I have not used private

-50%70%78%80%70%72%71%68%75%67%74%71%healthcare for my rare autoimmune

disease(s)

--3----12---3I don't know

--*----*1%---*

--8--1-32-2-8Prefer not to say

--1%--1%-1%1%-3%ADG-1%

-------------Don't know/no answer

-------------

-135527233811178437236383Yes
-50%29%23%20%29%28%28%31%25%30%26%28%

-1862938782112971831135117958No
-50%70%78%80%70%72%71%68%75%67%74%71%

RAIRDA Survey 2024
Table 18

Q6 Have you ever used private healthcare for your rare autoimmune disease(s) for any of the following reasons?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

45315417351410040668822821060661272701115England

90%82%82%88%83%88%86%91%80%77%84%81%78%86%84%84%82%

238315-91951826891328116Scotland

4%10%6%13%12%-8%2%11%4%7%10%10%12%9%9%9%

3161-2-312512185210862Wales

6%4%2%-5%-3%2%2%4%4%7%B6%3%7%B3%5%B

-93--12124741-1827Northern Ireland

-2%6%A--6%2%2%2%3%3%2%1%-1%3%2%

-52--121313523--632I can't remember

-1%4%--6%2%2%4%C11%ABCDFG2%1%4%CF--2%2%F

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 19

Q7 In the last 12 months, where have you accessed most of your care for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

163533294233123943073381115England

84%82%84%81%81%81%84%85%82%

1956242915153532116Scotland

10%9%7%10%10%13%G10%8%9%

523141884181062Wales

3%4%4%6%BH5%B3%5%B3%5%B

3161042241027Northern Ireland

2%2%3%1%1%2%1%3%2%

32183312832I can't remember

2%3%CF2%C1%2%1%1%2%C2%C

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 20

Q7 In the last 12 months, where have you accessed most of your care for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-110159899424734621112463211115England

-50%83%82%90%84%85%E83%78%83%83%91%82%E

--10510161938311371116Scotland

--9%8%10%5%7%9%11%G9%9%4%9%

--566-518221142-62Wales

--5%5%-4%6%5%4%3%3%-5%

--261-1361043-27Northern Ireland

--2%1%-1%1%1%4%AG3%4%-2%

-1265-656851132I can't remember

-50%2%4%-5%AFG2%1%3%3%1%4%2%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 21

Q7 In the last 12 months, where have you accessed most of your care for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2163-138213133651622096Under 3 months (1.5)

4%4%6%-2%19%7%5%1%3%5%14%ABCGHI6%C21%ABCEGHI1%6%C7%CHIP

43051421056625525179251453 months up to 6 months (4.5)

8%8%10%13%10%13%9%11%7%5%9%20%ABCEGHI6%22%ABCEGHI6%8%11%BCHP

4581314111515154651111516412106 months up to 1 year (9)

8%15%26%AKMQ13%10%6%9%11%18%13%17%20%ABC14%19%11%13%16%

5686153146131655469814381991 year up to 2 years (18)

10%18%12%13%12%19%12%14%16%14%20%ABCD18%BC12%10%9%12%15%C

7373-4210441023238523361322 years up to 3 years (30)

14%10%6%-10%13%9%9%5%9%9%9%10%6%15%AFGI11%10%

2176121724121311-2715643 years up to 4 years (42)

4%4%12%AP13%5%6%6%5%5%10%ABDEFG5%4%-3%5%5%5%

4111-1-915576231113524 years up to 5 years (54)

8%3%2%-2%-8%AP2%6%4%3%2%3%4%7%AFG4%4%

1813494194431831367829291064124401More than 5 years (61)

36%O35%AO18%50%45%AO25%37%O41%O38%DF31%DF29%DF11%38%DF13%42%ADFG39%ADFG30%DF

172----1-2756-3427I did not experience any symptoms

2%2%4%K----2%-2%3%2%8%ABCDFGHI-2%1%2%

352-2-4-31031212426I can't remember

6%AP1%4%-5%-3%-4%F9%ABCDFG1%*3%1%1%1%2%F

-----------------Don't know/no answer

-----------------

38.2AO33.7AO26.039.739.1AO26.436.7AO35.736.0ADF36.2ADFG30.4DF19.034.9DF18.240.6ABDFG35.8ADFG30.9DFAverage time experiencing symptoms

before diagnosis (months)

RAIRDA Survey 2024
Table 22

Q9 PRIMARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

22.923.321.925.323.623.723.724.323.622.322.919.324.520.921.823.723.5Standard deviation (months)

3.371.213.238.943.735.912.243.702.662.191.421.212.952.401.811.340.65Standard error (months)

RAIRDA Survey 2024
Table 22

Q9 PRIMARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

5272139620142496Under 3 months (1.5)

3%4%6%HI14%ABCEGHI4%17%ABCEGHI4%6%I7%CHI

15533356112028331453 months up to 6 months (4.5)

8%8%9%20%ABCEGHI7%17%ABCEGHI8%8%11%CH

29906552182240512106 months up to 1 year (9)

15%14%19%BCH18%BC12%19%C11%13%16%C

311026348181644471991 year up to 2 years (18)

16%16%BC18%ABC17%12%14%12%12%15%B

1858292616945421322 years up to 3 years (30)

9%9%8%9%11%8%12%GH11%10%

9382014341918643 years up to 4 years (42)

5%6%E6%5%2%3%5%5%5%

102896552014524 years up to 5 years (54)

5%4%G3%2%3%4%5%FG4%4%

6622094396419142157401More than 5 years (61)

34%DFG34%ADFG27%DF14%42%ADFGH16%39%ADFGH39%ADFGH30%DF

212956-5627I did not experience any symptoms

1%2%3%2%4%D-1%2%2%

82172419626I can't remember

4%ABF3%ABF2%1%3%1%2%2%2%

---------Don't know/no answer

---------

34.9ADFG34.4ADFG29.4DF20.437.8ADFG21.537.5ADFGH35.9ADFG30.9DFAverage time experiencing symptoms

before diagnosis (months)

23.123.222.920.323.721.922.923.823.5Standard deviation (months)

1.710.941.251.212.002.041.221.210.65Standard error (months)

RAIRDA Survey 2024
Table 23

Q9 PRIMARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--80162425242559296Under 3 months (1.5)

--7%13%AK20%4%9%D6%9%D3%12%DH9%7%K

--121241835492912831453 months up to 6 months (4.5)

--10%20%AK10%7%12%12%11%8%11%13%11%K

--18723217296452291432106 months up to 1 year (9)

--15%19%20%15%10%15%G19%G19%G18%G13%16%G

--18712-16406337271421991 year up to 2 years (18)

--15%10%-14%14%15%14%18%18%9%15%

--125711027432019751322 years up to 3 years (30)

--10%6%10%9%9%10%7%13%9%22%10%

--604-5122213822643 years up to 4 years (42)

--5%3%-4%4%5%5%5%3%9%5%

--5021613141341-524 years up to 5 years (54)

--4%2%10%5%4%3%5%3%1%-4%

-2371263391021247438174401More than 5 years (61)

-100%30%22%30%35%35%ACD30%27%25%22%17%30%J

--234-465451227I did not experience any symptoms

--2%3%-4%2%1%1%3%1%9%2%

--242-3310433-26I can't remember

--2%2%-3%1%2%1%2%4%-2%

-------------Don't know/no answer

-------------

-61.031.6AJ23.029.335.2CE33.3CE31.0C29.129.925.226.530.9CJAverage time experiencing symptoms

before diagnosis (months)

-0.023.423.427.123.424.323.323.722.022.621.323.5Standard deviation (months)

-0.000.682.198.572.291.441.161.461.852.664.650.65Standard error (months)

RAIRDA Survey 2024
Table 24

Q9 PRIMARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

3303112102352078213421146Under 2 weeks (0.2)

6%8%6%13%2%13%9%5%4%4%7%C30%ABCDEGHI3%17%BCEGHI3%7%11%BCEGHIP

33611-5214474384811112341552 weeks up to 1 month (0.7)

6%9%22%APQ-12%13%12%9%9%E3%14%EH18%ABCEHI1%14%EH8%E11%EH11%EH

548214114463372271421411511 month up to 2 months (1.5)

10%13%4%13%10%6%12%9%7%3%14%H8%H9%H18%AFHI14%H13%H11%H

8404-311549631156413391232 months up to 3 months (2.5)

16%10%8%-7%6%13%9%11%5%11%F6%8%5%9%12%AFH9%F

772125-15518849266829431873 months up to 6 months (4.5)

14%O19%AO2%25%12%-13%O11%22%AEFH7%18%AEFH10%8%10%19%AEFH13%14%FHO

4438-4422817163119121222431726 months up to 1 year (9)

8%11%16%-10%25%19%AP18%21%AFG14%F11%7%16%F16%F15%F13%F13%F

518514-5148643-621521 year up to 18 months (15)

10%A5%10%A13%10%-4%2%5%7%DFG2%2%4%-4%7%ADFG4%F

231-1-31131-3-461818 months up to 2 years (21)

4%P1%2%-2%-3%2%1%3%FG*-4%FG-3%FG2%F1%

3151-3143611963367512 years or more (25)

6%4%2%-7%6%3%7%7%BF10%ABFG3%2%4%4%4%2%4%

4221283552155312781428130I did not receive a referral to a

8%6%2%25%19%AKOP19%4%11%2%13%GI2%12%GI35%ABCDFGHI10%GI9%G9%G10%GIKPspecialist as I was diagnosed

through an emergency route or

another route

65613142979364311742037167I can't remember

12%15%26%AKMP13%10%13%8%16%11%F31%ABCDEFGI16%DF4%9%5%13%F12%F12%DF

RAIRDA Survey 2024
Table 25

Q10 PRIMARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-----------------Don't know/no answer

-----------------

7.2A5.36.15.17.7AP6.15.67.07.1ABDFG10.3ABCDFGI4.5F2.88.0ABDFG4.06.2DFG5.4F5.2FAverage wait time (months)

7.76.16.75.88.17.46.27.56.98.65.54.97.35.66.55.96.3Standard deviation (months)

1.220.351.112.601.472.240.621.330.821.080.370.331.120.700.600.370.19Standard error (months)

RAIRDA Survey 2024
Table 25

Q10 PRIMARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

104927807172327146Under 2 weeks (0.2)

5%8%8%28%ABCDEGHI5%15%BCEGHI6%7%11%BCEGHI

1764514981636411552 weeks up to 1 month (0.7)

9%10%15%ACEHI17%ABCEHI5%14%E10%10%E11%E

18664324141746491511 month up to 2 months (1.5)

9%10%12%8%9%15%13%12%11%

2461371913935451232 months up to 3 months (2.5)

12%F9%11%7%9%8%10%11%F9%

29935430161256501873 months up to 6 months (4.5)

15%14%15%10%11%10%15%13%14%

31804221192151551726 months up to 1 year (9)

16%F12%F12%F7%13%18%F14%F14%F13%F

13351161012024521 year up to 18 months (15)

7%ADFG5%ADFG3%2%7%DF1%5%DF6%ADF4%

312324-871818 months up to 2 years (21)

2%2%1%1%3%-2%2%1%

1134137851412512 years or more (25)

6%5%ABF4%2%5%4%4%3%4%

124873437122841130I did not receive a referral to a

6%G7%G2%12%GHI25%ABCDFGHI10%G8%G10%GH10%GHspecialist as I was diagnosed

through an emergency route or

another route

2510762151564947167I can't remember

13%DF16%ABDEF18%ABDEF5%10%5%13%DF12%DF12%DF

---------Don't know/no answer

---------

6.7ADFG6.2ADFG4.9F3.27.4ABCDFG4.5F5.9ADFG5.6F5.2FAverage wait time (months)

RAIRDA Survey 2024
Table 26

Q10 PRIMARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

6.97.06.05.37.55.96.56.26.3Standard deviation (months)

0.550.320.360.340.750.600.380.350.19Standard error (months)

RAIRDA Survey 2024
Table 26

Q10 PRIMARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--11729-103355271164146Under 2 weeks (0.2)

--10%24%AK-9%11%13%10%7%8%17%11%K

--1391611340433712631552 weeks up to 1 month (0.7)

--11%13%10%12%14%10%14%8%8%13%11%

--1341611238442917821511 month up to 2 months (1.5)

--11%13%10%11%13%11%11%11%11%9%11%

--115811130411713911232 months up to 3 months (2.5)

--9%7%10%10%10%10%6%9%12%4%9%

--17710117415640211011873 months up to 6 months (4.5)

--14%8%10%15%14%13%15%14%13%4%14%

-11629111295342221311726 months up to 1 year (9)

-50%13%8%10%10%10%13%15%G15%17%4%13%

--493-3101810821521 year up to 18 months (15)

--4%3%-3%3%4%4%5%3%4%4%

-117--32272-21818 months up to 2 years (21)

-50%1%--3%F1%*3%F1%-9%1%F

--483-581912421512 years or more (25)

--4%3%-4%3%5%4%3%3%4%4%

--11712392443241593130I did not receive a referral to a

--10%10%30%8%8%10%9%10%12%13%10%specialist as I was diagnosed

through an emergency route or

another route

--1531421837442625114167I can't remember

--12%12%20%16%13%11%10%17%EF14%17%12%

-------------Don't know/no answer

-------------

-15.05.4AJ3.33.65.54.35.25.8G5.7G5.06.55.2GJAverage wait time (months)

-8.56.35.33.36.85.66.46.76.05.48.86.3Standard deviation (months)

-6.000.210.541.480.740.370.350.450.580.722.210.19Standard error (months)

RAIRDA Survey 2024
Table 27

Q10 PRIMARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*52*39*22537*29**39*66*222709Total

130727481232341531960Under 3 months (1.5)

2%8%14%JQ25%17%JQ25%7%2%4%8%10%11%3%13%5%9%8%

5339-32646422517611623 months up to 6 months (4.5)

10%9%18%AKP-7%13%5%9%12%10%10%14%B3%18%AB9%5%9%B

3477-2117885264351222856 months up to 1 year (9)

6%12%14%-5%6%15%18%15%13%12%11%10%13%18%10%12%

85041531867435537727951 year up to 2 years (18)

16%13%8%13%12%19%16%14%13%10%16%14%10%18%11%12%13%

7323-32924318323421582 years up to 3 years (30)

14%8%6%-7%13%8%5%8%8%8%8%7%8%6%9%8%

-22213-93511115-611403 years up to 4 years (42)

-6%4%13%7%-8%Q7%10%3%5%3%17%-9%5%6%

493-1274328221111304 years up to 5 years (54)

8%P2%6%-2%13%6%P9%P6%5%4%5%7%3%2%5%4%P

19122628231121496591162266202More than 5 years (61)

38%O32%AO12%25%19%13%27%O27%27%23%29%24%38%15%33%D30%28%O

14316-32-43-1-11120I did not experience any symptoms

2%1%6%P13%14%AKPQ-3%5%-10%ACDGI1%-3%-2%5%AG3%P

234614-8234144-542357I can't remember

4%9%12%13%10%-7%5%6%10%6%11%-13%6%10%8%

-----------------Don't know/no answer

-----------------

37.9O32.8O21.730.827.823.032.7O33.3O32.1D30.030.8D28.640.621.233.3D34.4D32.0DOAverage time experiencing symptoms

before diagnosis (months)

RAIRDA Survey 2024
Table 28

Q9 SECONDARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*52*39*22537*29**39*66*222709Total

22.923.922.427.723.922.723.023.523.224.323.924.321.521.724.023.623.7Standard deviation (months)

3.341.293.5011.304.235.672.243.723.314.371.664.234.073.723.071.720.94Standard error (months)

RAIRDA Survey 2024
Table 28

Q9 SECONDARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

16357330564*10378*281300709Total

11493281012222360Under 3 months (1.5)

7%9%10%13%10%15%ABCHI8%8%8%

15553554121619623 months up to 6 months (4.5)

9%10%BCE11%ABCE8%4%15%ABCE6%6%9%BC

1968405794134856 months up to 1 year (9)

12%12%13%8%7%12%15%E11%12%

227541714113337951 year up to 2 years (18)

13%13%13%11%14%14%12%12%13%

1844246892027582 years up to 3 years (30)

11%8%8%9%8%12%7%9%8%

631142811916403 years up to 4 years (42)

4%5%5%3%8%D1%7%D5%6%

1221133361216304 years up to 5 years (54)

7%AH4%4%5%3%8%4%5%4%

52169781832118589202More than 5 years (61)

32%D29%DG26%D28%D31%D14%30%D30%D28%D

111628-101420I did not experience any symptoms

1%2%2%3%8%ADGHI-4%H5%AHI3%HI

75022897232557I can't remember

4%9%I7%13%I9%9%8%8%I8%I

---------Don't know/no answer

---------

34.0DG31.9DG29.1D32.0D35.3DG23.433.5DG34.0DG32.0DGAverage time experiencing symptoms

before diagnosis (months)

23.624.023.824.623.522.123.823.623.7Standard deviation (months)

1.891.061.433.352.542.621.511.460.94Standard error (months)

RAIRDA Survey 2024
Table 29

Q9 SECONDARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**66342*5**61*16320615385*28**8**709Total

--555-613122232260Under 3 months (1.5)

--8%12%-10%8%6%14%ADF4%7%25%8%

--58413141214135-623 months up to 6 months (4.5)

--9%10%20%5%9%6%9%15%AF18%-9%

--805-823252252-856 months up to 1 year (9)

--12%12%-13%14%12%14%D6%7%-12%

-187627213117953951 year up to 2 years (18)

-50%13%14%40%11%13%15%11%11%18%38%13%

--562161319991-582 years up to 3 years (30)

--8%5%20%10%8%9%6%11%4%-8%

--391-76812511403 years up to 4 years (42)

--6%2%-11%AFG4%4%8%6%4%13%6%

--273--88851-304 years up to 5 years (54)

--4%7%--5%4%5%6%4%-4%

-11919-174872322382202More than 5 years (61)

-50%29%21%-28%29%35%AE21%27%29%25%28%E

--182-256331-20I did not experience any symptoms

--3%5%-3%3%3%2%4%4%-3%

--52515121314102-57I can't remember

--8%12%20%8%7%6%9%12%7%-8%

-------------Don't know/no answer

-------------

-39.532.128.317.632.132.035.2AE27.633.729.927.632.0EAverage time experiencing symptoms

before diagnosis (months)

-30.423.724.310.423.224.023.523.623.524.924.123.7Standard deviation (months)

-21.500.974.125.213.151.991.722.032.774.988.530.94Standard error (months)

RAIRDA Survey 2024
Table 30

Q9 SECONDARY - how long before this diagnosis were you experiencing symptoms, if at all?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*52*39*22537*29**39*66*222709Total

2196-53453315514-1344Under 2 weeks (0.2)

4%5%12%KP-12%K19%3%11%6%8%C7%C14%C3%10%C-6%C6%C

4297-428221183-6620562 weeks up to 1 month (0.7)

8%8%14%-10%13%7%5%4%3%8%8%-15%9%9%8%

53223211445127232419631 month up to 2 months (1.5)

10%8%4%38%5%6%12%9%10%3%12%5%10%5%6%9%9%

632513-14245233-5221632 months up to 3 months (2.5)

12%8%10%13%7%-12%5%8%13%10%8%-13%3%9%9%

9414-4117510433262519813 months up to 6 months (4.5)

18%11%8%-10%6%15%11%19%B10%15%B5%21%5%8%9%11%

6369-142087921625925846 months up to 1 year (9)

12%9%18%M-2%25%17%MP18%M13%23%ABG9%16%7%13%14%11%12%MP

415623-42258121314361 year up to 18 months (15)

8%4%12%AKP25%7%-3%5%4%13%AG4%3%7%3%5%6%5%

342-1-31-4411-221418 months up to 2 years (21)

6%AP1%4%-2%-3%2%-10%ABDGI2%3%3%-3%1%2%P

3181-3-32111122229302 years or more (25)

6%5%2%-7%-3%5%2%3%5%5%7%5%3%4%4%

276321221661031931061652119I did not receive a referral to a

4%20%AOQ6%25%29%AKOQ13%14%14%19%G8%8%8%34%15%24%FGH23%AFGH17%GOQspecialist as I was diagnosed

through an emergency route or

another route

6815-4313783469261728119I can't remember

12%21%AK10%-10%19%11%16%15%8%20%B24%7%15%26%ABH13%17%B

RAIRDA Survey 2024
Table 31

Q10 SECONDARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*52*39*22537*29**39*66*222709Total

-----------------Don't know/no answer

-----------------

7.66.36.66.27.04.05.96.75.49.0ABGI5.86.58.95.27.76.26.4Average wait time (months)

7.77.26.86.98.74.16.07.15.27.26.97.78.36.97.26.97.0Standard deviation (months)

1.180.481.042.801.711.250.651.270.901.250.551.532.011.331.260.580.32Standard error (months)

RAIRDA Survey 2024
Table 31

Q10 SECONDARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

16357330564*10378*281300709Total

93522579132244Under 2 weeks (0.2)

6%6%7%8%7%12%ACH5%7%6%

12462937102124562 weeks up to 1 month (0.7)

7%8%10%5%7%13%7%8%8%

1652335762926631 month up to 2 months (1.5)

10%9%11%8%7%8%10%9%9%

1549305582025632 months up to 3 months (2.5)

9%9%10%8%5%10%7%8%9%

24594041373428813 months up to 6 months (4.5)

15%B10%13%H6%13%9%12%9%11%H

206734108113138846 months up to 1 year (9)

12%12%11%16%8%14%11%13%12%

1328154731118361 year up to 18 months (15)

8%C5%5%6%7%4%4%6%5%

4117121731418 months up to 2 years (21)

2%2%2%2%2%1%2%1%2%

526154731012302 years or more (25)

3%5%5%6%7%4%4%4%4%

189725927105167119I did not receive a referral to a

11%17%GI8%14%26%ADGHI13%18%GI22%AGHI17%GIspecialist as I was diagnosed

through an emergency route or

another route

27103551413105437119I can't remember

17%18%B18%B22%B13%13%19%B12%17%B

---------Don't know/no answer

---------

6.56.56.17.67.65.36.36.26.4Average wait time (months)

RAIRDA Survey 2024
Table 32

Q10 SECONDARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

16357330564*10378*281300709Total

6.67.17.17.78.16.56.96.87.0Standard deviation (months)

0.610.370.471.211.030.860.520.490.32Standard error (months)

RAIRDA Survey 2024
Table 32

Q10 SECONDARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**66342*5**61*16320615385*28**8**709Total

--377-510121051144Under 2 weeks (0.2)

--6%17%AK-8%6%6%7%6%4%13%6%K

--497-2181811511562 weeks up to 1 month (0.7)

--7%17%AK-3%11%9%7%6%4%13%8%

--593-619151481-631 month up to 2 months (1.5)

--9%7%-10%12%7%9%9%4%-9%

--603-4122710532632 months up to 3 months (2.5)

--9%7%-7%7%13%AE7%6%11%25%9%

--792-6171923124-813 months up to 6 months (4.5)

--12%5%-10%10%9%15%14%14%-11%

-183-151426191261846 months up to 1 year (9)

-50%13%AJ-20%8%9%13%12%14%21%13%12%J

-1341-2611971-361 year up to 18 months (15)

-50%5%2%-3%4%5%6%8%4%-5%

--122-12344--1418 months up to 2 years (21)

--2%5%-2%1%1%3%5%--2%

--282-37125111302 years or more (25)

--4%5%-5%4%6%3%1%4%13%4%

--107113122929281332119I did not receive a referral to a

--16%26%60%20%18%14%18%15%11%25%17%specialist as I was diagnosed

through an emergency route or

another route

--1154115293420137-119I can't remember

--17%10%20%25%E18%17%13%15%25%-17%

-------------Don't know/no answer

-------------

-12.06.55.09.06.55.56.76.46.96.86.76.4Average wait time (months)

-4.26.98.2-7.66.97.36.76.56.09.57.0Standard deviation (months)

-3.000.331.58-1.310.680.610.660.851.423.890.32Standard error (months)

RAIRDA Survey 2024
Table 33

Q10 SECONDARY - how long did you have to wait to see a specialist for this diagnosis from the time of referral?

Base: participants with 2 or more rare autoimmune rheumatic diseases

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

3183-324443293142151695My GP

6%5%6%-7%13%3%9%5%F28%ABCDFGI3%1%18%ABDFGI3%10%BDFG5%F7%FGP

2220631120967205035152113144465175648My local hospital's rheumatology

44%54%A62%A13%48%56%58%A45%61%ACEFH30%56%ACEFH43%EH18%57%CEFH43%EH55%ACEFH48%EHdepartment (secondary care)

22612-1111223213531169A specialised service or centre

4%7%K2%25%-6%1%2%1%2%9%ABCHI8%ABCHI4%6%2%3%5%K

317313-92321164134326126Another hospital department (such

6%4%6%13%7%-8%5%4%2%4%25%ABCDGHI17%ABCDGHI5%2%8%CGH9%CGHPas nephrology, cardiology,

respiratory)

8475110116611827201182234141A regional specialised rheumatology

16%12%10%13%24%AP6%14%14%13%E7%10%E8%E1%23%ABEFGH15%EF11%E10%Eservice, or tertiary centre, in a

hospital

3162-1-4-421420722960A multi-disciplinary clinic where

6%4%4%-2%-3%-5%2%5%C8%ABCH9%ABCH3%1%3%4%Cyou can see doctors from multiple

specialties (e. g. rheumatology and

nephrology) in one visit

-1--------12---14Consultant

-*--------*1%---**

-------1------2-2Dental

-------2%AP------1%AB-*

-----------11---2Guy's Hospital

-----------*1%AB---*

-3-----22-11--4210Private rheumatologist

-1%-----5%AKP2%-**--3%AFG1%1%

RAIRDA Survey 2024
Table 34

Q11 PRIMARY - still thinking about your primary diagnosis, from your understanding, which service or team is mainly responsible for the care of your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-2--------2-----2Royal Free Hospital

-1%--------1%A-----*

-1--1----12-1-116Other

-*--2%----1%1%-1%-1%**

115211261-168662151770I am responsible for coordinating

2%4%4%13%2%13%5%2%-14%ABDFGI3%2%8%FI3%10%ADFGI5%I5%FImy care

83132319771720917-1928117It is unclear to me who is

16%8%6%25%7%6%8%16%9%D15%ADFG7%DF3%22%ABDFGI-13%DF9%DF9%DFresponsible for coordinating my

care

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 34

Q11 PRIMARY - still thinking about your primary diagnosis, from your understanding, which service or team is mainly responsible for the care of your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

1058154184272195My GP

5%F9%ABDFGI4%F1%12%ABDFGI3%7%FG5%F7%FG

1073151981245265180213648My local hospital's rheumatology

55%AEFH49%E57%ACEFH43%34%56%EF49%E54%AEFH48%Edepartment (secondary care)

633252459131469A specialised service or centre

3%5%7%BCHI8%ABCEHI3%8%CI4%4%5%

102616661741532126Another hospital department (such

5%4%5%23%ABCDEGHI11%CDGHI3%4%8%CGH9%CDGHIas nephrology, cardiology,

respiratory)

2681372516214944141A regional specialised rheumatology

13%12%A11%9%11%18%ABFG13%A11%10%service, or tertiary centre, in a

hospital

92418209471060A multi-disciplinary clinic where

5%C4%C5%BC7%ABCH6%BC3%2%3%4%BCyou can see doctors from multiple

specialties (e. g. rheumatology and

nephrology) in one visit

-112---14Consultant

-**1%---**

------212Dental

------1%**

---11---2Guy's Hospital

---*1%H---*

2311114410Private rheumatologist

1%***1%1%1%1%1%

-22-----2Royal Free Hospital

-*1%-----*

-22-2-116Other

-*1%-1%-***

RAIRDA Survey 2024
Table 35

Q11 PRIMARY - still thinking about your primary diagnosis, from your understanding, which service or team is mainly responsible for the care of your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

23811894281970I am responsible for coordinating

1%6%FGI3%3%6%I3%8%ABFGI5%I5%FGImy care

216624122144038117It is unclear to me who is

11%DF10%DFG7%4%14%ADFG3%11%DFG10%DF9%DFresponsible for coordinating my

care

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 35

Q11 PRIMARY - still thinking about your primary diagnosis, from your understanding, which service or team is mainly responsible for the care of your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--821321415342071295My GP

--7%11%20%13%ACDG5%8%C7%5%1%9%7%C

--5965054013720513774419648My local hospital's rheumatology

--49%42%50%36%47%H49%H51%H49%H54%H39%48%Hdepartment (secondary care)

-1635-617211365169A specialised service or centre

-50%5%4%-5%6%5%5%4%7%4%5%

--11115-52644241971126Another hospital department (such

--9%13%-4%9%11%H9%13%H9%4%9%as nephrology, cardiology,

respiratory)

--128131937392813113141A regional specialised rheumatology

--10%11%10%8%13%9%10%9%14%13%10%service, or tertiary centre, in a

hospital

--555-2111513108160A multi-disciplinary clinic where

--4%4%-2%4%4%5%7%11%AFGH4%4%you can see doctors from multiple

specialties (e. g. rheumatology and

nephrology) in one visit

--4---12---14Consultant

--*---**---4%*

--2--11-----2Dental

--*--1%*-----*

--11---2----2Guy's Hospital

--*1%K---*----*K

--10--441-1--10Private rheumatologist

--1%--4%AEF1%*-1%--1%

--2--1-1----2Royal Free Hospital

--*--1%-*----*

--51-311-1--6Other

--*1%-3%AEFG**-1%--*

--646-918171491270I am responsible for coordinating

--5%5%-8%C6%4%5%6%1%9%5%my care

-1105112182436221023117It is unclear to me who is

-50%9%9%20%16%ACDEFG8%9%8%7%3%13%9%responsible for coordinating my

care

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 36

Q11 PRIMARY - still thinking about your primary diagnosis, from your understanding, which service or team is mainly responsible for the care of your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

5176-317436101376112076Very confident

10%4%12%P-7%6%6%9%4%5%4%5%9%8%7%6%6%

875103732661323474212203176264Fairly confident

16%20%20%38%17%19%22%14%16%20%17%16%16%26%21%24%AF20%

14130162135341428348887182943107434Not very confident

28%34%32%25%31%31%29%32%34%30%33%33%23%38%28%33%32%

1810711213631172532828535184177395Not at all confident

36%28%22%25%31%38%27%39%30%28%30%33%B45%ABCDFGH23%27%24%29%B

44651411629173617332233140I don't have/see a specific GP

8%12%10%13%10%6%14%5%11%15%DEF13%DEF7%4%4%15%DEF10%10%F

182-2-2143716213743I don't know or it doesn't apply

2%2%4%-5%-2%2%5%3%3%6%ABG3%1%2%2%3%

-----------------Don't know/no answer

-----------------

139216310433101629575519264296340Confident
26%24%32%38%24%25%28%23%20%25%21%21%25%34%FGI28%30%AFG25%

32237274261165315366170172534784184829Not confident
64%62%54%50%62%69%56%70%65%57%63%66%BC69%61%56%58%61%

-19-145-11-1-16-7-32-21-37-37-113-117-34-21-42-88-489Net confident
-38%-38%-22%-13%-38%-44%-28%-48%-45%-32%-42%-45%-44%-27%-28%-28%-36%

RAIRDA Survey 2024
Table 37

Q12 PRIMARY - how confident or not are you that your GP understands your primary diagnosis and your needs for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

12401814107282876Very confident

6%6%5%5%7%6%8%7%6%

32125655026278084264Fairly confident

17%19%19%17%17%23%22%21%20%

66204115944342111134434Not very confident

34%31%33%33%28%36%30%34%32%

6018610293593192105395Not at all confident

31%29%29%32%C39%ABCDGH27%25%26%29%C

16774119974638140I don't have/see a specific GP

8%12%DEF12%EF7%6%6%13%DEF10%10%F

717917429943I don't know or it doesn't apply

4%3%3%6%ABCGH3%2%2%2%3%

---------Don't know/no answer

---------

4416583643634108112340Confident
23%25%24%22%24%29%30%AFG28%25%

12639021718710273203239829Not confident
65%C60%62%C65%C68%BC63%55%60%61%C

-82-225-134-123-66-39-95-127-489Net confident
-42%-35%-38%-43%-44%-34%-26%-32%-36%

RAIRDA Survey 2024
Table 38

Q12 PRIMARY - how confident or not are you that your GP understands your primary diagnosis and your needs for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--6871919201782-76Very confident

--6%6%10%8%7%5%6%5%3%-6%

--2372721570725631144264Fairly confident

--19%23%20%13%24%AFH17%21%21%18%17%20%

--39638536861499035258434Not very confident

--32%32%50%32%29%36%D33%D23%33%35%32%D

-236825127761238156238395Not at all confident

-100%30%J21%10%24%26%29%30%37%AGH30%35%29%J

--122171193444191472140I don't have/see a specific GP

--10%14%10%17%AE12%11%7%9%9%9%10%E

--376-6710865143I don't know or it doesn't apply

--3%5%-5%2%2%3%4%7%4%3%

-------------Don't know/no answer

-------------

--3053432489927339164340Confident
--25%28%30%21%30%AF22%27%26%21%17%25%

-276463663162272171914816829Not confident
-100%62%AJ53%60%56%55%65%G63%61%63%70%61%GJ

0-2-459-29-3-39-73-180-98-52-32-12-489Net confident
0%-100%-37%-24%-30%-35%-25%-43%-36%-35%-42%-52%-36%

RAIRDA Survey 2024
Table 39

Q12 PRIMARY - how confident or not are you that your GP understands your primary diagnosis and your needs for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

10134202134391216179512017416095461Very confident

20%35%Q40%Q25%31%25%34%27%20%15%35%EHI46%ABEGHI22%53%ABEGHI40%BEHI30%H34%EHIQ

201382141484116404010089172242125475Fairly confident

40%36%42%50%33%50%35%36%49%ACDEF35%37%E34%E22%29%28%39%CE35%CE

117132942510172042342592968244Not very confident

22%O19%O6%25%21%O25%22%O23%O21%17%16%13%32%ABCDFGH12%19%21%F18%FO

9375-6-10682532161251828144Not at all confident

18%10%10%-14%-9%14%10%22%ABCDFGI12%F6%16%F6%12%F9%11%F

-31---1-113116-2428I don't know or it doesn't apply

-1%2%---1%-1%11%ABCDFGI**8%ABCDFGI-1%1%2%FGP

-----------------Don't know/no answer

-----------------

302724162712802856571952093463102220936Confident
60%71%82%AJQ75%64%75%69%64%68%EH50%72%EH80%ABCEGHI44%82%ABCEH68%EH69%EH69%EH

201088215435162545745037144796388Not confident
40%O28%16%25%36%O25%30%36%O30%F39%ADFG27%F19%48%ABCDFGI18%31%DF30%DF29%DFO

1016433412845123112121159-34955124548Net confident
20%43%66%50%29%50%39%27%38%10%45%61%-4%64%36%39%41%

RAIRDA Survey 2024
Table 40

Q13 PRIMARY - thinking more generally about your primary diagnosis, how confident or not are you that the specialist healthcare professionals you engage with understand your disease and needs?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

502001241274050129119461Very confident

26%31%35%EHI44%ABCEGHI26%43%ABEHI35%BEI30%34%BEHI

782331341014541115153475Fairly confident

40%CE36%38%C35%30%35%31%38%CE35%

42118473942168085244Not very confident

22%FG18%G13%14%28%ADFGH14%22%ADFG21%AFG18%FG

218143191893936144Not at all confident

11%12%ABF12%F7%12%8%11%9%11%F

217216-3528I don't know or it doesn't apply

1%3%CFG1%*4%BCDFG-1%1%2%CFG

---------Don't know/no answer

---------

1284332582288591244272936Confident
66%E67%E74%ACEHI79%ABCEHI56%78%ABCEHI67%E68%E69%E

6319990586025119121388Not confident
33%DF31%DFG26%20%40%ABDFGH22%33%DFG30%F29%F

652341681702566125151548Net confident
34%36%48%59%17%57%34%38%41%

RAIRDA Survey 2024
Table 41

Q13 PRIMARY - thinking more generally about your primary diagnosis, how confident or not are you that the specialist healthcare professionals you engage with understand your disease and needs?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--399624381121498041307461Very confident

--32%52%AK40%34%38%DE36%30%27%39%30%34%K

-1442312361061379763259475Fairly confident

-50%36%AJ26%20%32%36%33%36%42%F33%39%35%J

--2281532047725824164244Not very confident

--19%13%30%18%16%17%21%16%21%17%18%

-113581122251331843144Not at all confident

-50%11%7%10%11%8%12%G12%12%5%13%11%G

--244-659341-28I don't know or it doesn't apply

--2%3%-5%AEG2%2%1%3%1%-2%

-------------Don't know/no answer

-------------

-1841936742182861771045516936Confident
-50%68%78%AK60%66%75%AE68%65%69%72%70%69%

-136323432691239142207388Not confident
-50%30%AJ19%40%29%24%29%34%AG28%26%30%29%GJ

00478702421491638662359548Net confident
0%0%39%58%20%38%51%39%32%41%46%39%41%

RAIRDA Survey 2024
Table 42

Q13 PRIMARY - thinking more generally about your primary diagnosis, how confident or not are you that the specialist healthcare professionals you engage with understand your disease and needs?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

1110515210634101619751019355680391A great deal

22%27%30%25%24%38%29%23%20%17%28%EH39%ABEGHI12%45%ABEGHI37%ABEGHI25%E29%EH

14141212154421638279899262940116473A fair amount

28%37%42%25%36%25%36%36%46%ACH23%36%CH38%CH34%38%H26%36%CH35%CH

1589721122211192856391793077275Not very much

30%23%14%25%26%13%19%25%23%24%DF21%15%22%12%20%24%DF20%F

1044726118783037182042444185Not at all

20%11%14%25%14%6%16%16%10%26%ABCDFGI14%DF7%26%ABDFGI5%16%DF14%DF14%DF

-3---3--19435--325I was not able to be involved

-1%---19%--1%8%ABCDFGI1%1%6%ABCDFG--1%2%

-1-------2----1-3I did not want to be involved

-*-------2%ABFG----1%-*

-----------------Don't know/no answer

-----------------

25246364251076265446173200356496196864Involved in care
50%64%72%Q50%60%63%66%59%66%EH40%64%EH77%ABCEGHI45%83%ABCEGHI64%EH61%EH64%EHQ

25133144173401827589357371354121460Not involved in care
50%AOP35%28%50%40%19%34%41%33%DF50%ABCDFGI34%DF22%48%ADFG17%36%DF38%DF34%DF

01132208736827-1280143-2514275404Net involved in care
0%30%44%0%19%44%31%18%33%-10%30%55%-3%66%28%23%30%

RAIRDA Survey 2024
Table 43

Q14 PRIMARY - to what extent do the specialist healthcare professionals you engage with for this diagnosis involve you in agreeing a plan for your care and treatment?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

48167991082444112102391A great deal

25%E26%E28%E38%ABCEGHI16%38%ABEGHI31%EH26%E29%EH

722251271095639116144473A fair amount

37%35%36%38%37%34%32%36%35%

43143724636207793275Not very much

22%22%F21%16%24%F17%21%23%F20%F

2999472130105855185Not at all

15%F15%DF13%F7%20%ABDF9%16%DF14%F14%F

11243532425I was not able to be involved

1%2%C1%1%3%C3%C1%1%2%C

-31---1-3I did not want to be involved

-**---*-*

---------Don't know/no answer

---------

1203922262178083228246864Involved in care
62%60%65%EH76%ABCEGHI53%72%BEH62%E62%E64%EH

72242119676630135148460Not involved in care
37%DF37%ADF34%F23%44%ADFG26%37%DF37%DF34%F

4815010715014539398404Net involved in care
25%23%31%52%9%46%25%25%30%

RAIRDA Survey 2024
Table 44

Q14 PRIMARY - to what extent do the specialist healthcare professionals you engage with for this diagnosis involve you in agreeing a plan for your care and treatment?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--34447334931227240207391A great deal

--28%39%AK30%30%32%29%27%27%26%30%29%K

-14373442210513893633810473A fair amount

-50%36%28%40%20%36%H33%H34%H42%FH50%AEFGH43%35%H

--25222-3446946127112275Not very much

--21%18%-30%ACDG16%22%G23%G18%14%9%20%G

-1168163194557391543185Not at all

-50%14%13%30%17%C15%C14%C14%C10%5%13%14%C

--241-325653125I was not able to be involved

--2%1%-3%1%1%2%3%G4%G4%2%

--3---12----3I did not want to be involved

--*---**----*

-------------Don't know/no answer

-------------

-1781817561982601651035817864Involved in care
-50%64%68%70%50%68%H62%H61%69%H76%AEFH74%64%H

-1420383539115110042155460Not involved in care
-50%34%32%30%47%ACDFG31%36%C37%C28%20%22%34%C

00361434310710965614312404Net involved in care
0%0%29%36%40%3%37%26%24%41%57%52%30%

RAIRDA Survey 2024
Table 45

Q14 PRIMARY - to what extent do the specialist healthcare professionals you engage with for this diagnosis involve you in agreeing a plan for your care and treatment?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

101441921364412192097124163759111483Yes, definitely

20%38%Q38%25%31%38%38%Q27%23%17%36%EHI48%ABEGHI21%48%ABEHI39%EHI35%EHI36%EHIQ

2415118518543204238110100232959133534Yes, to some extent

48%39%36%63%43%31%37%45%51%AEFH33%41%38%30%38%39%42%39%

16791111052691838573029112964276No, not at all

32%A21%22%13%24%31%22%20%22%F33%ABCDFG21%F12%38%ABCDFGI14%19%F20%F20%F

-92-1-33319669-41259I don't know or it doesn't apply

-2%4%-2%-3%7%4%17%ABCDFGI2%2%12%ABCDFG-3%4%4%GP

-----------------Don't know/no answer

-----------------

3429537731118732615820722439661182441017Yes
68%77%74%88%74%69%75%73%74%EH50%77%EH86%ABCEGHI51%86%AEH78%EH76%EH75%EH

16791111052691838573029112964276No
32%A21%22%13%24%31%22%20%22%F33%ABCDFG21%F12%38%ABCDFGI14%19%F20%F20%F

RAIRDA Survey 2024
Table 46

Q14a PRIMARY - are you involved as much as you want to be in decisions about your care and treatment for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

542161241313949133133483Yes, definitely

28%33%35%EI46%ABCEGHI26%42%EHI36%EI33%E36%EI

912481421145544139171534Yes, to some extent

47%ACEH38%41%40%36%38%38%43%39%

45154743647238479276No, not at all

23%F24%AF21%F13%31%ABCDFGH20%23%F20%F20%F

33110610-101559I don't know or it doesn't apply

2%5%CDGI3%2%7%CDFGI-3%4%D4%DFI

---------Don't know/no answer

---------

14546426624594932723041017Yes
75%E71%E76%EH85%ABCEGHI62%80%EH74%E76%EH75%EH

45154743647238479276No
23%F24%AF21%F13%31%ABCDFGH20%23%F20%F20%F

RAIRDA Survey 2024
Table 47

Q14a PRIMARY - are you involved as much as you want to be in decisions about your care and treatment for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--431512351011499065338483Yes, definitely

--35%43%20%31%35%36%33%43%AEH43%35%36%

-149637544118162112523110534Yes, to some extent

-50%40%AJ31%50%39%40%39%41%35%41%43%39%J

--245302296281632793276No, not at all

--20%25%20%26%C21%19%23%C18%12%13%20%

-1562141126663259I don't know or it doesn't apply

-50%5%2%10%4%4%6%AE2%4%4%9%4%E

-------------Don't know/no answer

-------------

-19278877921931120211764181017Yes
-50%75%73%70%71%75%74%75%78%84%H78%75%

--245302296281632793276No
--20%25%20%26%C21%19%23%C18%12%13%20%

RAIRDA Survey 2024
Table 48

Q14a PRIMARY - are you involved as much as you want to be in decisions about your care and treatment for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

56716-6222581452628242547240Yes, definitely

10%17%32%AJPQ-14%13%19%11%10%12%19%I24%ABEHI10%31%ABCEGHI17%15%18%I

201561828743173829105113203348126512Yes, to some extent

40%M41%M36%25%19%44%37%M39%46%CEH25%39%EH43%ACEH26%43%EH32%39%EH38%EHM

24129146266401631479464341660119465No, not at all

48%AOP34%28%75%62%AJKOP38%34%36%38%DF41%DF35%DF25%44%DF21%40%DF37%DF34%DF

1312-2111652519211541828135I don't know or it doesn't apply

2%8%4%-5%6%9%14%Q6%22%ABCDFGI7%8%19%ABDFGI5%12%9%10%

-----------------Don't know/no answer

-----------------

2522334214965224643157175285773173752Yes
50%58%M68%M25%33%56%56%M50%56%EH37%58%EH67%ABCEGH36%74%ABCEGHI48%54%EH56%EHM

24129146266401631479464341660119465No
48%AOP34%28%75%62%AJKOP38%34%36%38%DF41%DF35%DF25%44%DF21%40%DF37%DF34%DF

RAIRDA Survey 2024
Table 49

Q15 PRIMARY - do all the different health professionals caring for you work well together to give you the best possible care and support for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

26108756416316061240Yes, definitely

13%17%E21%ABCEHI22%ABCEHI11%27%ABCEHI16%15%18%E

792431341264648126156512Yes, to some extent

41%E37%38%44%ACE30%41%34%39%E38%E

79234116766931143146465No, not at all

41%ADFG36%DF33%26%46%ABDFGH27%39%ADF37%DF34%F

96425212063735135I don't know or it doesn't apply

5%10%GI7%7%13%DFGI5%10%I9%I10%GI

---------Don't know/no answer

---------

1053512091906279186217752Yes
54%E54%E60%CEH66%ABCEHI41%68%ABCEHI51%E55%E56%CE

79234116766931143146465No
41%ADFG36%DF33%26%46%ABDFGH27%39%ADF37%DF34%F

RAIRDA Survey 2024
Table 50

Q15 PRIMARY - do all the different health professionals caring for you work well together to give you the best possible care and support for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--20535-2257654828155240Yes, definitely

--17%29%AK-20%20%16%18%19%20%22%18%K

--4714043311316810055327512Yes, to some extent

--38%33%40%29%39%40%H37%37%42%30%38%

-2429333409714497522111465No, not at all

-100%35%28%30%36%33%34%36%35%28%48%34%

--12312317254126158-135I don't know or it doesn't apply

--10%10%30%15%9%10%10%10%11%-10%

-------------Don't know/no answer

-------------

--67675455170233148834712752Yes
--55%63%40%49%58%56%55%55%62%52%56%

-2429333409714497522111465No
-100%35%28%30%36%33%34%36%35%28%48%34%

RAIRDA Survey 2024
Table 51

Q15 PRIMARY - do all the different health professionals caring for you work well together to give you the best possible care and support for this diagnosis?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

11879313532153083878556133285Hydroxychloroquine/Plaquenil

22%23%18%38%31%31%28%34%A37%ADEFGH7%14%FH3%10%F6%37%ADEFGH42%ADEFGH21%DEFGH

5674346174826431219648180Mycophenolate/Mycophenolate

10%17%A8%38%10%38%15%9%10%H2%24%ABCEFHI12%CEH3%25%ABCEFHI4%15%CEH13%CEHMofetil/MMF/CellCept

82511457252851116442129Prednisolone

16%KOP7%2%13%10%31%6%5%6%2%3%20%ABCEGHI1%21%ACEGHI3%13%ACEGH10%CEGHP

73212-1173722624216834119Methotrexate/MTX

14%MO8%2%25%-6%15%AMOP7%9%H2%10%EH9%H3%21%ABCEFGHI5%11%EH9%EHM

4144-1210141355-1241695Rituximab/Rituxan

8%4%8%-2%13%9%P2%5%G1%1%21%ABCEGHI-16%ABCEGHI3%5%EG7%CEGHP

149122-2101320552-52794Sildenafil

2%13%AJMQ24%AJKMPQ25%-13%9%2%4%17%ABCDEFI20%ABCDEFI1%-6%BCEF1%2%7%BCEF

615313-234-3303742273Azathioprine/Imuran

12%AKP4%6%13%7%-2%7%5%GH-1%12%ACEGH4%H9%CGH3%7%GH5%GH

22461112222221-112453Nifedipine/Adalat/Adipine/Coracten/

4%6%A12%AK13%2%6%2%5%2%F19%ABCDEFGI8%ABCDEF-1%1%1%1%4%BFFortipine/Nifedipress

-12---1----4---23-27Pilocarpine

-3%---6%----1%BF---15%ABDEFGHI-2%BF

-5--3-15----221-427Warfarin

-1%--7%AKP-1%11%AKOPQ----29%ABCDFGHI1%-1%2%FG

182-----1-715--1226Tocilizumab

2%2%4%K-----1%-3%6%ABCDEH--1%1%2%B

1134--12-1415--2-123Omeprazole/Prilosec/Losec

2%3%A8%AK--6%2%-1%3%BCF6%ABCEF--3%BCF-*2%BF

RAIRDA Survey 2024
Table 52

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2131---2-2-17---1-20Tadalafil

4%3%A2%---2%-2%BF-6%ABCDEFH---1%-1%BF

14-2--231-17211619Steroids

2%1%-25%--2%7%AP1%-*3%G3%1%1%2%1%

-821--2-22101-1-117Losartan/Cozaar

-2%4%13%--2%-2%B2%4%ABCF*-1%-*1%

-8-1--1-1-12---1-14Nintedanib

-2%A-13%--1%-1%B-4%ABCFH---1%-1%

-1-------1-12----13Avacopan

-*-------1%-5%ABCGI----1%

-72---1-128--2--13Iloprost/Ventavis

-2%4%A---1%-1%B2%BF3%ABCF--3%BCF--1%

14----1---2-6--412Asprin

2%1%----1%---1%-8%ABCDFGHI--1%1%

-21-1-1--------1212Belimumab

-1%2%-2%-1%--------4%ACFGH1%

12-1-1----52--119Folic acid

2%1%-13%-6%----2%A1%--1%*1%

-211--2--17-1---9Lansoprazole/Prevacid

-1%2%13%--2%--1%3%ABCF-1%B---1%

---1-------7---18Benralizumab/Fasenra

---13%-------3%ABCG---*1%

-2-1-11---4---217Eye drops (various)

-1%-13%-6%1%---1%AF---1%*1%

RAIRDA Survey 2024
Table 52

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

------121-12--217Leflunomide/Arava

------1%5%AP1%-*1%--1%*1%

11----1---1-4--27Apixaban/Eliquis

2%*----1%---*-5%ABCDFGHI--1%1%

-2-1-----121--217Gabapentin/Neurontin

-1%-13%-----1%1%*--1%*1%

-6--1-----7-----7Bosentan/Tracleer

-2%A--2%-----3%ABCF-----1%

-2--2--1-----1337Ciclosporin/Cyclosporine

-1%--5%AKP--2%-----1%2%AFG1%1%

111-------11-3-16Myfortic/Mycophenolic acid

2%*2%-------**-4%ABCFGH-**

-3----1------6--6Tacrolimus/Prograf

-1%----1%------8%ABCEFGHI--*

-----11---14---16Cyclophosphamide/Cytophosphane

-----6%1%---*2%A---**

-1-------112-1--5Adcal

-*-------1%*1%-1%B--*

-3----2-2-21----5Amlodipine/Norvasc

-1%----2%A-2%AB-1%*----*

13--------2---215Amitriptyline/Elavil

2%1%--------1%---1%**

-1---12---21---25Ursodeoxycholic acid/Ursodiol

-*---6%2%A---1%*---1%*

RAIRDA Survey 2024
Table 52

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-2----1-1-1----35Colchicine

-1%----1%-1%-*----1%*

-2--------21---14Ramipril

-1%--------1%*---**

---------1-2--1-4Adalimumab/Amgevita/Hyrimoz/Idacio/

---------1%-1%--1%-*Imraldi/Yuflyma/Humira

-1--------12--1-4Levothyroxine/L-thyroxine

-*--------*1%--1%-*

-1--------1-2-1-4Atorvastatin

-*--------*-3%ABF-1%-*

------1--1-3----4Upadacitinib/Rinvoq

------1%--1%-1%A----*

-21----------4--4Intravenous Immunoglobulin/IVIg

-1%2%A----------5%ABCEFGHI--*

11-1--1--12----14Vitamins (various)

2%A*-13%--1%--1%1%----**

-2--------2---2-4Duloxetine/Cymbalta

-1%--------1%---1%AB-*

-1-1-1----3-----3Loperamide/Imodium

-*-13%-6%----1%A-----*

-2--------1---113Pregabalin/Lyrica

-1%--------*---1%**

-1-------11--1--3Alendronic acid/Fosamax

-*-------1%*--1%B--*

RAIRDA Survey 2024
Table 52

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

11-1------2----13Tramadol/Ultram

2%A*-13%------1%----**

-----------2----2Remsima

-----------1%A----*

-1-----1-11-----2Naproxen/Aleve

-*-----2%A-1%*-----*

-1----1----2----2Secukinumab

-*----1%----1%A----*

-1----1---2-----2Selaxipag

-*----1%---1%A-----*

-1--------1----12Doxazosin/Cardura

-*--------*----**

1-----1---2-----2Sulfadiazine

2%AP-----1%---1%A-----*

---1-----------22Omalizumab/Xolair

---13%-----------1%A*

------------2---2Clopidogrel/Plavix

------------3%ABCFG---*

-----------2----2Co-trimoxazole (trimethoprim and

-----------1%A----*sulfamethoxazole)/Bactrim

-11------11-----2Famotidine/Pepcid

-*2%A------1%*-----*

---1-----------22Fexofenadine/Allegra

---13%-----------1%A*

RAIRDA Survey 2024
Table 52

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-1-----1-1-1----2Co-Codamol

-*-----2%A-1%-*----*

-------11-------1Coedine

-------2%AP1%AB-------*

-------11-------1Morphine

-------2%AP1%AB-------*

-----------1----1Alemtuzumab/Campath/Lemtrada

-----------*----*

--------------1-1Voclosporin

--------------1%A-*

-1--------1-----1Ambresantan Mylan/Letairis

-*--------*-----*

-1------------1-1Meloxicam/Mobic

-*------------1%A-*

7314273516122315611330106Other

14%JK8%8%25%17%AJK19%4%2%7%10%D9%D6%8%1%9%D9%D8%D

1512018215633152559796934186391438None of these

30%31%36%25%36%38%28%34%30%51%ABDFGI29%27%44%ABDFG23%42%ABDFG28%32%F

151-1--22231--5518Don't know/prefer not to say

2%1%2%-2%--5%K2%2%1%*--3%AF2%1%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 52

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

5513952113418111157285Hydroxychloroquine/Plaquenil

28%ADFGH21%FG15%F4%23%FG16%F30%ADFGH39%ACDEFGHI21%FG

259373409303861180Mycophenolate/Mycophenolate

13%E14%CE21%ABCEFHI14%E6%26%ABCEFHI10%15%CE13%CEMofetil/MMF/CellCept

203712539232050129Prednisolone

10%CGH6%G3%18%ABCEGHI6%20%ABCEGHI5%13%ACEGH10%CGH

245430297203442119Methotrexate/MTX

12%EH8%9%10%E5%17%ACEFGH9%11%E9%

1225757315201895Rituximab/Rituxan

6%G4%G2%20%ABCEGHI2%13%ABCEGHI5%G5%G7%BEGH

1484735210181194Sildenafil

7%BEF13%ABCEFI21%ABCDEFHI2%1%9%BEF5%F3%7%BEF

11227319892673Azathioprine/Imuran

6%CG3%2%11%ABCGHI6%CG7%CG2%7%CGH5%CGH

550301266653Nifedipine/Adalat/Adipine/Coracten/

3%F8%ABCEFI9%ABCEFI*1%5%BCF2%2%4%BCFFortipine/Nifedipress

1135--124-27Pilocarpine

1%2%BF1%BF--1%7%ABDEFGHI-2%BF

-7--26121227Warfarin

-1%--17%ABCDFGHI1%1%3%CFGHI2%CFGHI

410916121326Tocilizumab

2%C2%C3%BC6%ABCEH1%2%*1%2%BC

42120-143123Omeprazole/Prilosec/Losec

2%BF3%ABCF6%ABCEFHI-1%3%BCF1%*2%BF

616193-26120Tadalafil

3%BE2%AB5%ABCEFH1%-2%2%B*1%B

RAIRDA Survey 2024
Table 53

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

510212337919Steroids

3%G2%G1%4%AGH2%3%G2%2%G1%

514143-25217Losartan/Cozaar

3%BE2%AB4%ABCEFH1%-2%1%1%1%

110121--3214Nintedanib

1%2%3%ABCDEFHI*--1%1%1%

-2-12----13Avacopan

-*-4%ABCDEGHI----1%BH

21110--32-13Iloprost/Ventavis

1%B2%ABCF3%ABCEF--3%BEF1%-1%B

152-9-2512Asprin

1%1%1%-6%ABCDFGHI-1%1%1%

141-2-21212Belimumab

1%1%*-1%-1%3%ACFGHI1%

245313319Folic acid

1%1%1%H1%1%3%ABH1%*1%

1681113-9Lansoprazole/Prevacid

1%1%2%ABFH*1%1%1%-1%

---8---18Benralizumab/Fasenra

---3%ABCEGHI---*1%H

154112617Eye drops (various)

1%1%1%*1%2%2%AB*1%

1-12--437Leflunomide/Arava

1%-*1%H--1%H1%H1%

131-51127Apixaban/Eliquis

1%**-3%ABCFGHI1%*1%1%

1422-1317Gabapentin/Neurontin

1%1%1%1%-1%1%*1%

RAIRDA Survey 2024
Table 53

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

-77-11117Bosentan/Tracleer

-1%A2%ABCFI-1%1%**1%

231-21547Ciclosporin/Cyclosporine

1%**-1%1%1%AFH1%1%

2221-3-16Myfortic/Mycophenolic acid

1%*1%*-3%ABCEFGH-**

14---61-6Tacrolimus/Prograf

1%1%---5%ABCEFGHI*-*

1214-1116Cyclophosphamide/Cytophosphane

1%**1%A-1%***

-212-2--5Adcal

-**1%-2%ABCH--*

2531--2-5Amlodipine/Norvasc

1%B1%A1%*--1%-*

132-1-215Amitriptyline/Elavil

1%*1%-1%-1%**

122111325Ursodeoxycholic acid/Ursodiol

1%*1%*1%1%1%1%*

1311--135Colchicine

1%***--*1%*

-221---14Ramipril

-*1%*---**

-1-2--1-4Adalimumab/Amgevita/Hyrimoz/Idacio/

-*-1%--*-*Imraldi/Yuflyma/Humira

-112--1-4Levothyroxine/L-thyroxine

-**1%--*-*

RAIRDA Survey 2024
Table 53

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

-11-2-114Atorvastatin

-**-1%AH-***

-213--1-4Upadacitinib/Rinvoq

-**1%AB--*-*

131--4--4Intravenous Immunoglobulin/IVIg

1%**--3%ABCEFGHI--*

242111214Vitamins (various)

1%1%1%*1%1%1%**

-22---3-4Duloxetine/Cymbalta

-*1%---1%-*

1331-22-3Loperamide/Imodium

1%*1%A*-2%AB1%-*

-21-1-213Pregabalin/Lyrica

-**-1%-1%**

-21--2--3Alendronic acid/Fosamax

-**--2%ABCFH--*

2321-1213Tramadol/Ultram

1%A*1%*-1%1%**

---2----2Remsima

---1%AH----*

-21----12Naproxen/Aleve

-**----**

11-2--112Secukinumab

1%*-1%A--***

-22---1-2Selaxipag

-*1%---*-*

-11----12Doxazosin/Cardura

-**----**

RAIRDA Survey 2024
Table 53

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

122---112Sulfadiazine

1%*1%---***

-1-1--122Omalizumab/Xolair

-*-*--*1%*

----2---2Clopidogrel/Plavix

----1%ABCGH---*

---2----2Co-trimoxazole (trimethoprim and

---1%AH----*sulfamethoxazole)/Bactrim

-22-----2Famotidine/Pepcid

-*1%-----*

-1-1--122Fexofenadine/Allegra

-*-*--*1%*

-2-1---12Co-Codamol

-*-*---**

11-----11Coedine

1%*-----**

11-----11Morphine

1%*-----**

---1----1Alemtuzumab/Campath/Lemtrada

---*----*

------1-1Voclosporin

------*-*

-11-----1Ambresantan Mylan/Letairis

-**-----*

-1----1-1Meloxicam/Mobic

-*----*-*

RAIRDA Survey 2024
Table 53

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

205929181863032106Other

10%9%8%6%12%F5%8%8%8%

59221108755631135117438None of these

31%34%BF31%26%37%BF27%37%ABDF29%32%F

411513-7718Don't know/prefer not to say

2%2%1%*2%-2%2%1%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 53

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--27510115628854312410285Hydroxychloroquine/Plaquenil

--22%AJ8%10%13%21%21%20%21%32%AEFH43%21%HJ

--1641611035643323113180Mycophenolate/Mycophenolate

--13%13%10%9%12%15%12%15%14%13%13%Mofetil/MMF/CellCept

--117122928471614112129Prednisolone

--10%10%20%8%10%11%E6%9%14%E9%10%E

--10811-42939241193119Methotrexate/MTX

--9%9%-4%10%H9%H9%7%12%H13%9%H

--8212-493124159395Rituximab/Rituxan

--7%10%-4%3%7%G9%G10%GH12%GH13%7%G

--791515282619123-94Sildenafil

--6%13%AK10%4%10%6%7%8%4%-7%K

--6310-392414117573Azathioprine/Imuran

--5%8%-3%3%6%5%7%G9%G22%5%G

--4941314151343-53Nifedipine/Adalat/Adipine/Coracten/

--4%3%10%3%5%4%5%3%4%-4%Fortipine/Nifedipress

--252-31174-2-27Pilocarpine

--2%2%-3%D4%AD2%1%-3%D-2%

--2521137941127Warfarin

--2%2%10%1%1%2%3%3%1%4%2%

--233-256463-26Tocilizumab

--2%3%-2%2%1%1%4%4%-2%

--221-277232-23Omeprazole/Prilosec/Losec

--2%1%-2%2%2%1%2%3%-2%

--20--362531-20Tadalafil

--2%--3%F2%*2%2%1%-1%F

--1811145422-19Steroids

--1%1%10%1%1%1%1%1%3%-1%

--143-264221-17Losartan/Cozaar

--1%3%-2%2%1%1%1%1%-1%

--113--5531--14Nintedanib

--1%3%--2%1%1%1%--1%

RAIRDA Survey 2024
Table 54

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--112--11344-13Avacopan

--1%2%--**1%3%AFG5%AEFGH-1%F

--112--5422--13Iloprost/Ventavis

--1%2%--2%1%1%1%--1%

--111--2333-112Asprin

--1%1%--1%1%1%2%-4%1%

--12---2-423112Belimumab

--1%---1%-1%F1%F4%AFGH4%1%

--81--332-1-9Folic acid

--1%1%--1%1%1%-1%-1%

--81-3141---9Lansoprazole/Prevacid

--1%1%-3%ADEG*1%*---1%

--62--12131-8Benralizumab/Fasenra

--*2%--***2%A1%-1%

--7--2211-1-7Eye drops (various)

--1%--2%1%**-1%-1%

--43--33--1-7Leflunomide/Arava

--*3%AK--1%1%--1%-1%K

--7---322---7Apixaban/Eliquis

--1%---1%*1%---1%

--7---141-1-7Gabapentin/Neurontin

--1%---*1%*-1%-1%

--61-1-141--7Bosentan/Tracleer

--*1%-1%-*1%AG1%--1%

--61-2-32---7Ciclosporin/Cyclosporine

--*1%-2%G-1%1%---1%

--6---15----6Myfortic/Mycophenolic acid

--*---*1%A----*

--51---33---6Tacrolimus/Prograf

--*1%---1%1%---*

--6---33----6Cyclophosphamide/Cytophosphane

--*---1%1%----*

--5--121-1--5Adcal

--*--1%1%*-1%--*

RAIRDA Survey 2024
Table 54

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--5--1211---5Amlodipine/Norvasc

--*--1%1%**---*

--5---21-1-15Amitriptyline/Elavil

--*---1%*-1%-4%*

--5-1-22----5Ursodeoxycholic acid/Ursodiol

--*-10%-1%*----*

--5---21-1-15Colchicine

--*---1%*-1%-4%*

--4----2-11-4Ramipril

--*----*-1%1%-*

--31--3--1--4Adalimumab/Amgevita/Hyrimoz/Idacio/

--*1%--1%AF--1%--*Imraldi/Yuflyma/Humira

--4---12-1--4Levothyroxine/L-thyroxine

--*---**-1%--*

--22--121---4Atorvastatin

--*2%AK--***---*K

--4---1111--4Upadacitinib/Rinvoq

--*---***1%--*

--31---211--4Intravenous Immunoglobulin/IVIg

--*1%---**1%--*

--31--2-2---4Vitamins (various)

--*1%--1%-1%---*

--31-121----4Duloxetine/Cymbalta

--*1%-1%1%*----*

--3---1-1-1-3Loperamide/Imodium

--*---*-*-1%F-*

--3--21-----3Pregabalin/Lyrica

--*--2%AEF*-----*

--3---11-1--3Alendronic acid/Fosamax

--*---**-1%--*

--21--1-2---3Tramadol/Ultram

--*1%--*-1%---*

--2-----2---2Remsima

--*-----1%A---*

RAIRDA Survey 2024
Table 54

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--2----1---12Naproxen/Aleve

--*----*---4%*

--2----2----2Secukinumab

--*----*----*

--2---2-----2Selaxipag

--*---1%A-----*

--2--1-1----2Doxazosin/Cardura

--*--1%-*----*

--2----2----2Sulfadiazine

--*----*----*

--2----2----2Omalizumab/Xolair

--*----*----*

--11---11---2Clopidogrel/Plavix

--*1%K---**---*K

--11---1--1-2Co-trimoxazole (trimethoprim and

--*1%K---*--1%A-*Ksulfamethoxazole)/Bactrim

--2----11---2Famotidine/Pepcid

--*----**---*

--2----2----2Fexofenadine/Allegra

--*----*----*

--2---11----2Co-Codamol

--*---**----*

-1------1---1Coedine

-50%------*---*

-1------1---1Morphine

-50%------*---*

--1-----1---1Alemtuzumab/Campath/Lemtrada

--*-----*---*

--1----1----1Voclosporin

--*----*----*

--1---1-----1Ambresantan Mylan/Letairis

--*---*-----*

--1----1----1Meloxicam/Mobic

--*----*----*

RAIRDA Survey 2024
Table 54

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--961027313319941106Other

--8%8%20%6%11%8%7%6%5%4%8%

-1401354551001218948165438None of these

-50%33%29%40%49%ACDEFG34%C29%33%C32%21%22%32%C

--153-127242-18Don't know/prefer not to say

--1%3%-1%1%2%1%3%3%-1%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 54

Q16 Which, if any, of the following drugs are you taking for your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

585181542391316618817362365319Very easy

10%22%Q36%AKMPQ13%12%25%20%20%16%14%23%34%ABCGHI22%47%ABCEFGHI15%20%24%CHQ

17105104165391324157686182034101374Fairly easy

34%27%20%50%38%31%34%30%29%H13%28%H33%ACH23%26%H23%H32%CH28%H

534325-861082222851240127Neither easy nor difficult

10%9%6%25%12%-7%14%12%7%8%8%10%6%8%13%A9%

951318512611723221192448155Not very easy

18%13%6%13%19%31%10%14%13%6%9%8%14%12%16%FGH15%AFGH11%

6174-311018916126351574Not at all easy

12%AP4%8%-7%6%9%2%10%C8%6%5%8%4%3%5%5%

3607-21176104849191334132215I don't have blood tests to monitor

6%16%14%-5%6%15%14%12%42%ABCDEFGI18%BDF7%17%DF4%27%ABDFGI10%16%BDFMQdrug safety

5315-3-73612231141121988I don't know if I have blood tests

10%8%10%-7%-6%7%7%10%DF9%DF4%5%1%8%D6%7%to monitor drug safety

-----------------Don't know/no answer

-----------------

2219028521962223731137174355657166693Easy
44%50%56%63%50%56%53%50%45%H27%51%CH67%ABCEGHI45%H73%ABCEGHI38%52%CH51%CH

1568711162271916393417122963229Not easy
30%AP18%14%13%26%38%19%16%23%F14%14%13%22%16%19%20%F17%

71222141034015181598140184428103464Net easy
14%32%42%50%24%19%34%34%22%13%36%54%23%57%19%32%34%

RAIRDA Survey 2024
Table 55

Q17 How easy or not do you find it to access blood tests to monitor your drug safety?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

35134839328476882319Very easy

18%21%24%32%ABCEGHI19%41%ABCEGHI19%21%24%CH

6117696974729103124374Fairly easy

32%27%27%34%AH31%25%28%31%28%

1953282616102948127Neither easy nor difficult

10%8%8%9%11%9%8%12%ACH9%

3073322724185461155Not very easy

16%FG11%9%9%16%FG16%G15%AFGH15%AFGH11%

1838231394182274Not at all easy

9%ABCDFH6%7%5%6%3%5%6%5%

1612260191866739215I don't have blood tests to monitor

8%19%ABDEFI17%BDFI7%12%5%18%BDFI10%16%BDFIdrug safety

1453281292272288I don't know if I have blood tests

7%D8%ABDF8%DF4%6%2%7%D6%7%Dto monitor drug safety

---------Don't know/no answer

---------

963101791907576171206693Easy
50%48%51%66%ABCEGHI50%66%ABCEGHI47%52%51%CH

48111554033227283229Not easy
25%AFGH17%16%14%22%F19%20%F21%AF17%

48199124150425499123464Net easy
25%31%35%52%28%47%27%31%34%

RAIRDA Survey 2024
Table 56

Q17 How easy or not do you find it to access blood tests to monitor your drug safety?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--28039-3272976632146319Very easy

--23%33%AK-29%25%23%24%21%18%26%24%K

--33934516771188541257374Fairly easy

--28%28%50%14%26%H28%H31%H27%H33%H30%28%H

--1234-82738261774127Neither easy nor difficult

--10%AJ3%-7%9%9%10%11%9%17%9%J

--13915-1131522920111155Not very easy

--11%13%-10%11%12%11%13%14%4%11%

-1667-513251685274Not at all easy

-50%5%6%-4%4%6%6%5%7%9%5%

-1196184354566322292215I don't have blood tests to monitor

-50%16%15%40%31%ACDEFG15%16%12%15%12%9%16%Edrug safety

--85315272217105188I don't know if I have blood tests

--7%3%10%4%9%AF5%6%7%7%4%7%to monitor drug safety

-------------Don't know/no answer

-------------

--61973548149215151733913693Easy
--50%61%AK50%43%51%51%56%H49%51%57%51%K

-120522-1644774528163229Not easy
-50%17%18%-14%15%18%17%19%21%13%17%

0-141451532105138106452310464Net easy
0%-50%34%43%50%29%36%33%39%30%30%43%34%

RAIRDA Survey 2024
Table 57

Q17 How easy or not do you find it to access blood tests to monitor your drug safety?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

362573662813763059811811794447108211910Internet search

72%67%72%75%67%81%66%68%72%70%67%69%57%61%72%E66%67%

282623453012832157381831863358104211870Consultant during appointment

56%68%AJ68%63%71%J75%72%J48%70%EH33%68%EH72%AEH43%75%AEH69%EH66%EH64%EHJ

27172266291151254540110175565741150674Through social media, e. g.

54%45%52%75%69%AKP69%44%57%55%CGH35%41%C67%ABCGHI73%ABCGHI74%ABCGHI27%47%CH50%CGHPFacebook forums

23170223237631836421021353036111150642Patient organisations, e. g.

46%44%44%38%55%44%54%41%44%37%38%52%EGH39%47%74%ABDEFGHI47%G47%GHcharity helplines or support groups

18126132176451636238397232756101446Online support and discussion

36%33%26%25%40%38%39%36%44%ABGH20%31%H37%H30%35%H37%H32%H33%Hgroups

17127163154311432108377142724112379Specialist nurse

34%33%A32%38%36%25%27%32%39%ACEH9%31%CEH30%CEH18%35%CEH16%35%ACEH28%CEH

199716114429102318646110202290308Hospital-based advice lines

38%A25%32%13%33%25%25%23%28%CEH16%24%CE23%CE13%26%CE15%28%ACEH23%CE

42433441429314185783296Psychological support

8%6%6%38%10%25%12%AP5%11%H3%5%7%6%9%H5%10%AGH7%H

1101-3-6124532261640Library

2%3%2%-7%-5%2%2%3%2%1%3%3%4%5%AFG3%F

14----41-321133518Healthcare professionals, i. e. GP/

2%1%----3%A2%-3%1%*1%4%FG2%2%1%consultant etc.

131--11-1-221-2311Journals/books/leaflets (printed

2%1%2%--6%1%-1%-1%1%1%-1%1%1%material)

17-------37-----10SRUK/Scleroderma & Raynaud's UK

2%2%A-------3%ABCF3%ABCF-----1%
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Table 58

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

12---1---1---1417BSSA/British Sjorgens Syndrome

2%1%---6%---1%---1%3%ABFG*1%Association

-2---11---111-126Conducted my own research

-1%---6%1%---**1%-1%1%*

-11---11-----2215Private healthcare channels

-*2%---1%2%-----3%ABFG1%**

11--1-1--------55Lupus UK

2%*--2%A-1%--------2%AFG*

1---11-----1---45Websites /online (various)

2%P---2%AP6%-----*---1%A*

-21-----1-21-1--5Word of mouth/networking/friends/

-1%2%-----1%B-1%*-1%B--*family/other patients

-----1---1-2---14Videos

-----6%---1%-1%---**

-12----1--1-12--4Downloaded an app

-*4%AKP----2%A--*-1%B3%ABCF--*

-2----1---1---124USA/American organisations

-1%----1%---*---1%1%*

-------1---3----3Vasculitis UK

-------2%AP---1%A----*

11-------11----13Books/leaflets/printed material

2%A*-------1%*----**

-1-------1-----12My own background in healthcare

-*-------1%-----**
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Table 58

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-----1----11----2Events/conferences/seminars/

-----6%----**----*webinars

-1----1---11--125Other

-*----1%---**--1%1%*

182--11127913-3328I have not accessed any information

2%2%4%--6%1%2%2%6%ABDF3%BF*4%F-2%1%2%For support

-----------------Prefer not to say

-----------------

-----------------Don't know/no answer

-----------------

5497-3-146103045201169441751 type of support accessed
10%13%14%-7%-12%14%12%26%ABCDFGI17%ACF8%14%C8%6%14%CF13%CF

97262522469295043231328582532 types of support accessed
18%19%12%25%12%13%21%14%11%25%I19%17%30%ABFGI17%19%18%19%

119910-103251515256171182154713363 types of support accessed
22%26%20%-24%19%22%34%18%22%23%27%23%27%36%ABGHI22%25%

8641158318719175052111428552464 types of support accessed
16%17%22%63%19%19%16%16%23%15%19%20%14%18%19%17%18%

9439185146145283851021521735 types of support accessed
18%11%18%13%19%31%12%14%17%EH4%10%15%H6%13%H14%H16%AEGH13%H

4303-6-14191172237620856 types of support accessed
8%8%6%-14%AJ-12%A2%11%CH1%6%H8%H4%9%H4%6%H6%H

1131-21424181022210397 types of support accessed
2%3%2%-5%6%3%5%5%1%3%4%3%3%1%3%3%
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Table 58

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

24----1---12-3-5118 types of support accessed
4%A1%----1%---*1%-4%ACFGH-2%1%

-11---1----111-259 types of support accessed
-*2%---1%----*1%1%-1%*

-----1----1-----110 types of support accessed
-----6%----*-----*

-----------------11+ types of support accessed
-----------------

3.63.33.43.63.9AJP4.23.53.23.7AEGH2.33.1H3.6ACEGH2.9H3.8ACEGH3.3H3.4EGH3.3EHAverage number of types of support

accessed

1.81.71.91.11.62.31.81.61.81.41.71.61.71.81.41.81.7Standard deviation

0.260.090.260.380.250.560.170.240.190.130.110.100.190.210.110.100.05Standard error
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Table 58

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

1394402391988981251260910Internet search

72%E68%E68%E69%E59%70%69%E65%67%E

1334002332068487258257870Consultant during appointment

69%EH62%67%EH72%ABEH56%75%ABEH70%ABEH65%E64%EH

1062971501919680137192674Through social media, e. g.

55%CGH46%C43%67%ABCGHI64%ABCGH69%ABCGHI37%48%C50%CGHFacebook forums

922881451476553218181642Patient organisations, e. g.

48%44%41%51%GH43%46%60%ABDEFGHI45%47%GHcharity helplines or support groups

782111091075445140132446Online support and discussion

40%ABGH33%31%37%36%39%38%AGH33%33%groups

7818910785434295142379Specialist nurse

40%ACEFGH29%31%30%28%36%AC26%36%ACH28%

581648566343380111308Hospital-based advice lines

30%AC25%A24%23%23%28%22%28%AC23%

214518241215313696Psychological support

11%AGH7%5%8%8%13%AGH8%G9%G7%

7217372181940Library

4%3%2%1%5%F2%5%AFG5%AFG3%F

2922147618Healthcare professionals, i. e. GP/

1%1%1%1%1%3%AFG2%2%1%consultant etc.

3632215411Journals/books/leaflets (printed

2%1%1%1%1%1%1%1%1%material)

1107-----10SRUK/Scleroderma & Raynaud's UK

1%2%ABCF2%ABCF-----1%

14---2717BSSA/British Sjorgens Syndrome

1%1%---2%FG2%ABFGH*1%Association

RAIRDA Survey 2024
Table 59

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

-31211326Conducted my own research

-**1%1%1%1%1%*

121--2325Private healthcare channels

1%**--2%AFH1%1%*

131-1-255Lupus UK

1%**-1%-1%1%A*

12-111245Websites /online (various)

1%*-*1%1%1%1%A*

2331-1--5Word of mouth/networking/friends/

1%B*1%*-1%--*family/other patients

-1-2-1114Videos

-*-1%-1%***

-33-12-14Downloaded an app

-*1%-1%2%ACF-**

-21---224USA/American organisations

-**---1%1%*

---3---13Vasculitis UK

---1%AH---**

131---113Books/leaflets/printed material

1%**---***

-2--1-112My own background in healthcare

-*--1%-***

-111-11-2Events/conferences/seminars/

-***-1%*-*webinars

1111--225Other

1%***--1%1%*
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Table 59

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

416121316528I have not accessed any information

2%2%F3%BF*2%1%2%1%2%For support

---------Prefer not to say

---------

---------Don't know/no answer

---------

2094562317733551751 type of support accessed
10%14%CDF16%CDFI8%11%6%9%14%CDF13%CDF

271236148351865712532 types of support accessed
14%19%17%17%23%I16%18%18%19%

3715878743926104903363 types of support accessed
19%24%22%26%26%22%28%BGI23%25%I

401066662232666692464 types of support accessed
21%16%19%22%H15%22%18%17%18%

32804040171850611735 types of support accessed
17%12%11%14%11%16%14%15%13%

1845232411102825856 types of support accessed
9%7%7%8%7%9%8%6%6%

918111244814397 types of support accessed
5%3%3%4%3%3%2%4%3%

46121435118 types of support accessed
2%G1%*1%1%3%ACFGH1%1%1%

2211112359 types of support accessed
1%***1%1%1%1%*

-11--11-110 types of support accessed
-**--1%A*-*

---------11+ types of support accessed
---------

RAIRDA Survey 2024
Table 59

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

3.8ABCEGH3.33.23.6AEGH3.33.9ABCEGH3.5AGH3.43.3Average number of types of support

accessed

1.91.81.81.61.71.91.71.81.7Standard deviation

0.140.070.090.100.140.170.090.090.05Standard error
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Table 59

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-182682572204284185934819910Internet search

-50%67%68%50%64%70%68%68%62%63%83%67%

--78584671205272164894815870Consultant during appointment

--64%70%60%63%70%ADE65%61%59%63%65%64%

-261655224114207178944411674Through social media, e. g.

-100%50%46%20%21%39%H50%GH66%AFGH63%AFGH58%GH48%50%GHFacebook forums

-158754361150200127612911642Patient organisations, e. g.

-50%48%45%30%54%CD51%CD48%47%41%38%48%47%charity helplines or support groups

--411342278614310149344446Online support and discussion

--33%28%20%24%29%34%H37%GH33%45%AGH17%33%Hgroups

--34533319771218646207379Specialist nurse

--28%28%30%17%26%H29%H32%H31%H26%30%28%H

--2812621954906349247308Hospital-based advice lines

--23%22%20%17%18%22%23%33%AEFGH32%GH30%23%G

--906-1927281812196Psychological support

--7%5%-1%3%6%GH10%AGH12%AFGH16%AFGH4%7%GH

--364-2128962140Library

--3%3%-2%4%2%3%4%3%4%3%

--171-4273-2-18Healthcare professionals, i. e. GP/

--1%1%-4%ADG1%2%1%-3%D-1%consultant etc.

--831121122111Journals/books/leaflets (printed

--1%3%AK10%1%1%**1%3%F4%1%Kmaterial)

--82-2341---10SRUK/Scleroderma & Raynaud's UK

--1%2%-2%1%1%*---1%

--61-25-----7BSSA/British Sjorgens Syndrome

--*1%-2%EF2%AEF-----1%Association

--51112-1-1-6Conducted my own research

--*1%10%1%1%-*-1%F-*

--5----32---5Private healthcare channels

--*----1%1%---*

--411-21-1--5Lupus UK

--*1%10%-1%*-1%--*

--41--1121--5Websites /online (various)

--*1%--**1%1%--*
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Table 60

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--41-13--1--5Word of mouth/networking/friends/

--*1%-1%1%F--1%--*family/other patients

--4---2-2---4Videos

--*---1%-1%---*

--13--22----4Downloaded an app

--*3%AK--1%*----*K

--22-121----4USA/American organisations

--*2%AK-1%1%*----*K

--21---21---3Vasculitis UK

--*1%---**---*

--21--21----3Books/leaflets/printed material

--*1%--1%*----*

--2--1-1----2My own background in healthcare

--*--1%-*----*

--2---1---1-2Events/conferences/seminars/

--*---*---1%AF-*webinars

--5--1-31---5Other

--*--1%-1%*---*

--271-5210632-28I have not accessed any information

--2%1%-4%G1%2%2%2%3%-2%Gor support

-------------Prefer not to say

-------------

-------------Don't know/no answer

-------------

-11581642035592622721751 type of support accessed
-50%13%13%40%18%E12%14%10%15%9%9%13%

--22825122577052271952532 types of support accessed
--19%21%10%20%20%17%19%18%25%22%19%

-1300332308411150371843363 types of support accessed
-50%24%28%20%27%29%E27%E18%25%24%17%25%E

--22719123596959161272464 types of support accessed
--18%16%10%21%D20%D17%22%D11%16%30%18%D

--161122933504326551735 types of support accessed
--13%10%20%8%11%12%16%CH17%CH7%22%13%

RAIRDA Survey 2024
Table 60

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--796-2163023104-856 types of support accessed
--6%5%-2%5%7%H8%H7%5%-6%H

--345-16131054-397 types of support accessed
--3%4%-1%2%3%4%3%5%-3%

--83---4223-118 types of support accessed
--1%3%AK---1%1%1%G4%AEFGH-1%K

--5----2-21-59 types of support accessed
--*----*-1%G1%-*

--1-------1-110 types of support accessed
--*-------1%AF-*

-------------11+ types of support accessed
-------------

-2.03.33.32.62.83.2H3.3H3.5AGH3.4H3.5H3.33.3HAverage number of types of support

accessed

-1.41.71.71.61.51.51.81.71.92.11.31.7Standard deviation

-1.000.050.160.520.140.090.090.100.150.240.270.05Standard error

RAIRDA Survey 2024
Table 60

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

17**12716**3**15**4**31*14**32*10**83*77*14**27**24**112379Total

17127163154311432108377142724112379Specialist nurse

100%100%100%100%100%100%100%100%100%100%100%100%100%100%100%100%100%

11112153144308264716511241999319Consultant during appointment

65%88%94%100%93%100%97%A57%81%40%86%84%79%89%79%88%84%

11931327419820262567191767250Internet search

65%73%A81%67%47%100%61%57%63%20%75%B73%50%70%71%60%66%

11689111317718241551025960220Through social media, e. g.

65%54%56%33%73%75%55%50%56%20%49%71%ABG71%93%38%54%58%Facebook forums

1064828122717441457141663207Patient organisations, e. g.

59%50%50%67%53%25%71%P50%53%40%49%58%50%52%67%56%55%charity helplines or support groups

1159818117816535307111056170Hospital-based advice lines

65%46%50%33%53%25%55%57%50%50%42%39%50%41%42%50%45%

5535-711341613233610740145Online support and discussion

29%42%31%-47%25%42%29%50%10%39%43%43%37%29%36%38%groups

21721214151783711648Psychological support

12%13%13%33%13%25%13%7%16%10%8%10%21%26%4%14%13%

-4------1-211-128Library

-3%------3%-2%1%7%-4%2%2%

-2----11--11111-5Healthcare professionals, i. e. GP/

-2%----3%7%--1%1%7%4%4%-1%consultant etc.

11--------11---13Journals/books/leaflets (printed

6%1%--------1%1%---1%1%material)

-1----1--------33Lupus UK

-1%----3%--------3%A1%

RAIRDA Survey 2024
Table 61

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

17**12716**3**15**4**31*14**32*10**83*77*14**27**24**112379Total

--1----1----11--2Downloaded an app

--6%----7%----7%4%--1%

--1-----1----1--2Word of mouth/networking/friends/

--6%-----3%----4%--1%family/other patients

------1--------11Private healthcare channels

------3%AP--------1%*

-1--------1-----1SRUK/Scleroderma & Raynaud's UK

-1%--------1%-----*

-1--------1-----1USA/American organisations

-1%--------1%-----*

---------------11Websites /online (various)

---------------1%*

------1--------11Conducted my own research

------3%AP--------1%*

-----------------BSSA/British Sjorgens Syndrome

-----------------Association

-----------------Events/conferences/seminars/

-----------------webinars

-----------------Vasculitis UK

-----------------

-----------------Videos

-----------------

-----------------My own background in healthcare

-----------------

RAIRDA Survey 2024
Table 61

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

17**12716**3**15**4**31*14**32*10**83*77*14**27**24**112379Total

-----------------Books/leaflets/printed material

-----------------

-----------------Other

-----------------

-----------------I have not accessed any information

-----------------or support

-----------------Prefer not to say

-----------------

-----------------Don't know/no answer

-----------------

1--------1-----341 type of support accessed
6%--------10%-----3%1%

16----111246---8212 types of support accessed
6%5%----3%7%3%20%5%8%---7%6%

2262-3-6554151145720713 types of support accessed
12%20%13%-20%-19%36%16%40%18%14%29%19%29%18%19%

32752413383261645618864 types of support accessed
18%21%31%67%27%25%10%21%25%30%31%AB21%29%19%25%16%23%B

6275133929-161717732895 types of support accessed
35%21%31%33%20%75%29%14%28%-19%22%7%26%29%29%23%

2233-3-715-141525315596 types of support accessed
12%18%19%-20%-23%7%16%-17%19%14%19%13%13%16%

-13--2-324-792119337 types of support accessed
-10%--13%-10%14%13%-8%12%14%4%4%8%9%

RAIRDA Survey 2024
Table 61

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

17**12716**3**15**4**31*14**32*10**83*77*14**27**24**112379Total

24----1---12-3-5118 types of support accessed
12%3%----3%---1%3%-11%-4%3%

-11---1----111-259 types of support accessed
-1%6%---3%----1%7%4%-2%1%

-----------------10 types of support accessed
-----------------

-----------------11+ types of support accessed
-----------------

4.64.74.94.34.84.85.14.24.82.94.64.84.95.24.44.74.7Average number of types of support

accessed

1.81.61.50.61.40.51.61.61.31.01.41.61.91.71.21.71.6Standard deviation

0.450.140.360.330.350.250.290.420.240.310.150.180.500.330.240.160.08Standard error

RAIRDA Survey 2024
Table 61

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

78*18910785*43*42*95*142379Total

7818910785434295142379Specialist nurse

100%100%100%100%100%100%100%100%100%

661619473363685122319Consultant during appointment

85%85%88%86%84%86%89%86%84%

53127826218326287250Internet search

68%E67%E77%ABCEH73%E42%76%E65%E61%E66%E

47101556126364576220Through social media, e. g.

60%53%51%72%ABCGH60%86%ABCEGHI47%54%58%CFacebook forums

43100565122216177207Patient organisations, e. g.

55%53%52%60%51%50%64%ABGH54%55%charity helplines or support groups

3992473423184575170Hospital-based advice lines

50%49%44%40%53%43%47%53%A45%

3572423717163651145Online support and discussion

45%38%39%44%40%38%38%36%38%groups

142599711111948Psychological support

18%G13%G8%11%16%26%ABCFGH12%13%13%

24212-238Library

3%2%2%1%5%-2%2%2%

131112215Healthcare professionals, i. e. GP/

1%2%1%1%2%5%2%1%1%consultant etc.

1211--113Journals/books/leaflets (printed

1%1%1%1%--1%1%1%material)

-11---133Lupus UK

-1%1%---1%2%1%

-11-11-12Downloaded an app

-1%1%-2%2%-1%1%

RAIRDA Survey 2024
Table 62

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

78*18910785*43*42*95*142379Total

211--1--2Word of mouth/networking/friends/

3%A1%1%--2%--1%family/other patients

------111Private healthcare channels

------1%1%*

-11-----1SRUK/Scleroderma & Raynaud's UK

-1%1%-----*

-11-----1USA/American organisations

-1%1%-----*

-------11Websites /online (various)

-------1%*

------111Conducted my own research

------1%1%*

---------BSSA/British Sjorgens Syndrome

---------Association

---------Events/conferences/seminars/

---------webinars

---------Vasculitis UK

---------

---------Videos

---------

---------My own background in healthcare

---------

---------Books/leaflets/printed material

---------

---------Other

---------

---------I have not accessed any information

---------or support

RAIRDA Survey 2024
Table 62

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

78*18910785*43*42*95*142379Total

---------Prefer not to say

---------

---------Don't know/no answer

---------

12--1--341 type of support accessed
1%1%--2%--2%1%

48461-39212 types of support accessed
5%4%4%7%2%-3%6%6%

113917111152128713 types of support accessed
14%21%16%13%26%12%22%20%19%

1641321911112025864 types of support accessed
21%22%30%ABH22%26%26%21%18%23%

224524187122437895 types of support accessed
28%24%22%21%16%29%25%26%23%

11311917671720596 types of support accessed
14%16%18%20%14%17%18%14%16%

71591142512337 types of support accessed
9%8%8%13%9%5%5%8%9%

46121435118 types of support accessed
5%3%1%2%2%10%AGH3%4%3%

2211112359 types of support accessed
3%1%1%1%2%2%2%2%1%

---------10 types of support accessed
---------

---------11+ types of support accessed
---------

4.94.74.74.94.65.1AH4.74.74.7Average number of types of support

accessed

RAIRDA Survey 2024
Table 62

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

78*18910785*43*42*95*142379Total

1.71.61.41.61.71.51.51.71.6Standard deviation

0.190.110.130.170.260.240.160.140.08Standard error

RAIRDA Survey 2024
Table 62

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**-**34533*3**19**77*12186*46*20**7**379Total

--34533319771218646207379Specialist nurse

--100%100%100%100%100%100%100%100%100%100%100%

--29029218621037538147319Consultant during appointment

--84%88%67%95%81%85%87%83%70%100%84%

--2292111451836025115250Internet search

--66%64%33%74%66%69%70%54%55%71%66%

--201181836745133134220Through social media, e. g.

--58%55%33%42%47%61%G59%72%AG65%57%58%GFacebook forums

--1911611246704620102207Patient organisations, e. g.

--55%48%33%63%60%58%53%43%50%29%55%charity helplines or support groups

--154151824553928123170Hospital-based advice lines

--45%45%33%42%31%45%G45%61%AG60%43%45%G

--13411-627493319101145Online support and discussion

--39%33%-32%35%40%38%41%50%14%38%groups

--426-131313108-48Psychological support

--12%18%-5%4%11%15%G22%G40%-13%G

--8---13211-8Library

--2%---1%2%2%2%5%-2%

--5---131---5Healthcare professionals, i. e. GP/

--1%---1%2%1%---1%consultant etc.

--12--1--11-3Journals/books/leaflets (printed

--*6%AK--1%--2%5%-1%Kmaterial)

--3-1-11----3Lupus UK

--1%-33%-1%1%----1%

--11--11----2Downloaded an app

--*3%K--1%1%----1%K

--11--1--1--2Word of mouth/networking/friends/

--*3%K--1%--2%--1%Kfamily/other patients

--1----1----1Private healthcare channels

--*----1%----*

--1----1----1SRUK/Scleroderma & Raynaud's UK

--*----1%----*

RAIRDA Survey 2024
Table 63

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**-**34533*3**19**77*12186*46*20**7**379Total

---1--1-----1USA/American organisations

---3%AK--1%-----*

--1----1----1Websites /online (various)

--*----1%----*

--1---1-----1Conducted my own research

--*---1%-----*

-------------BSSA/British Sjorgens Syndrome

-------------Association

-------------Events/conferences/seminars/

-------------webinars

-------------Vasculitis UK

-------------

-------------Videos

-------------

-------------My own background in healthcare

-------------

-------------Books/leaflets/printed material

-------------

-------------Other

-------------

-------------I have not accessed any information

-------------or support

-------------Prefer not to say

-------------

-------------Don't know/no answer

-------------

--4-1-1-11--41 type of support accessed
--1%-33%-1%-1%2%--1%

--183--55245-212 types of support accessed
--5%9%--6%4%2%9%25%-6%

--637-4152315833713 types of support accessed
--18%21%-21%19%19%17%17%15%43%19%

--7971521292361-864 types of support accessed
--23%21%33%26%27%24%27%13%5%-23%

RAIRDA Survey 2024
Table 63

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**-**34533*3**19**77*12186*46*20**7**379Total

--836172026181124895 types of support accessed
--24%18%33%37%26%21%21%24%10%57%23%

--554-211201781-596 types of support accessed
--16%12%-11%14%17%20%17%5%-16%

--303-1412844-337 types of support accessed
--9%9%-5%5%10%9%9%20%-9%

--83---4223-118 types of support accessed
--2%9%AK---3%2%4%15%-3%K

--5----2-21-59 types of support accessed
--1%----2%-4%5%-1%

-------------10 types of support accessed
-------------

-------------11+ types of support accessed
-------------

--4.74.73.34.54.34.8G4.74.85.04.14.7GAverage number of types of support

accessed

--1.61.82.11.11.31.61.41.92.51.11.6Standard deviation

--0.080.311.200.260.150.140.160.280.560.400.08Standard error

RAIRDA Survey 2024
Table 63

Q18 Which of the following ways, if any, have you accessed information or support? Please include formal and informal support you may have accessed.

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

17**12716**3**15**4**31*14**32*10**83*77*14**27**24**112379Total

1231-1-243113203731262Very easy

6%18%6%-7%-6%29%9%10%16%26%AB21%26%13%11%16%B

660929119515640383111155179Fairly easy

35%47%56%67%60%25%61%36%47%60%48%49%21%41%46%49%47%

4143-112151943531646Neither easy nor difficult

24%11%19%-7%25%6%7%16%10%11%5%21%19%13%14%F12%F

6212-21337113114451762Fairly difficult

35%17%13%-13%25%10%21%22%10%16%14%29%15%21%15%16%

-7--1-3-1162---717Very difficult

-6%--7%-10%-3%10%7%3%---6%4%

----1121--11--147I haven't tried

----7%25%6%P7%--1%1%--4%4%2%

--11-------11--13I do not have access to a

--6%33%-------1%7%--1%1%specialist nurse

-2------1-1---1-3Don't know/no answer

-2%------3%-1%---4%-1%

78310210121918753586181467241Easy
41%65%63%67%67%25%68%64%56%70%64%75%AB43%67%58%60%64%

6282-31638219134452479Not easy
35%22%13%-20%25%19%21%25%20%23%17%29%15%21%21%21%

15582701561053445214943162Net easy
6%43%50%67%47%0%48%43%31%50%41%58%14%52%38%38%43%

RAIRDA Survey 2024
Table 64

Q19 Generally, how easy or difficult is it to contact your specialist nurse?

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

78*18910785*43*42*95*142379Total

928142057111862Very easy

12%15%13%24%BCI12%17%12%13%16%

3888524318154865179Fairly easy

49%47%49%51%42%36%51%46%47%

132315669112046Neither easy nor difficult

17%12%14%7%14%21%F12%14%12%

15351711108132462Fairly difficult

19%19%16%13%23%19%14%17%16%

21062216817Very difficult

3%5%6%2%5%2%6%6%4%

-11111357I haven't tried

-1%1%1%2%2%3%4%H2%H

-2121-223I do not have access to a

-1%1%2%2%-2%1%1%specialist nurse

121--11-3Don't know/no answer

1%1%1%--2%1%-1%

47116666323225983241Easy
60%61%62%74%ABDEH53%52%62%58%64%

17452313129193279Not easy
22%24%21%15%28%21%20%23%21%

3071435011134051162Net easy
38%38%40%59%26%31%42%36%43%

RAIRDA Survey 2024
Table 65

Q19 Generally, how easy or difficult is it to contact your specialist nurse?

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.  * small base



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**-**34533*3**19**77*12186*46*20**7**379Total

--5210-31621974262Very easy

--15%30%AK-16%21%17%10%15%20%29%16%K

--1641411236494524111179Fairly easy

--48%42%33%63%47%40%52%52%55%14%47%

--4422-4211062146Neither easy nor difficult

--13%6%67%-5%17%AG12%13%10%14%12%G

--584-214191563362Fairly difficult

--17%12%-11%18%16%17%13%15%43%16%

--161-24452--17Very difficult

--5%3%-11%5%3%6%4%--4%

--61--15-1--7I haven't tried

--2%3%--1%4%A-2%--2%

--3----12---3I do not have access to a

--1%----1%2%---1%specialist nurse

--21--21----3Don't know/no answer

--1%3%--3%1%----1%

--2162411552705431153241Easy
--63%73%33%79%68%58%63%67%75%43%64%

--745-418232083379Not easy
--21%15%-21%23%19%23%17%15%43%21%

001421911134473423120162Net easy
0%0%41%58%33%58%44%39%40%50%60%0%43%

RAIRDA Survey 2024
Table 66

Q19 Generally, how easy or difficult is it to contact your specialist nurse?

Base: accessed support from specialist nurse

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

4537-5-20610837607161743198Always or almost always

8%14%14%-12%-17%14%12%7%14%23%ABCEGHI9%21%EH11%13%15%H

95510192207139415812151250210A lot of the time

18%14%20%13%21%13%17%16%16%8%15%C22%ABCGH16%19%CH8%16%CH16%CH

1310314474278281764617193087313Sometimes

26%27%A28%50%17%25%23%18%34%ACEH15%24%E23%E9%25%E20%E27%EH23%EH

20879317632122633554322163192318Never or almost never

40%AOP23%18%38%40%AOP38%28%27%32%FG29%F20%17%29%F21%21%29%AFG24%F

48510-441711548733829116148313I haven't tried

8%22%Q20%-10%25%15%25%Q6%42%ABDFGI27%BDFI15%I38%ABDFI14%40%ABDFGI15%I23%BFIKMQ

-----------------Don't know/no answer

-----------------

13108171142401323177811819312993408Always or almost always/a lot of
26%28%34%13%33%13%34%30%28%H15%29%CH45%ABCEGHI25%40%ACEH19%29%CH30%CHthe time

33190237241059205450119104293561179631Sometimes/never or almost never
66%AJOP50%46%88%57%63%51%45%66%ACDEFGH43%44%40%38%45%40%56%ACEFGH47%F

RAIRDA Survey 2024
Table 67

Q20 How often are you able to get advice within 48 hours from your hospital when you experience issues with your disease(s) or treatment between appointments?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

2280476215185054198Always or almost always

11%12%13%22%ABCEGHI10%16%14%14%15%H

3592546226195063210A lot of the time

18%14%15%22%ABCGH17%16%14%16%16%

651639074243285106313Sometimes

34%ABCEGH25%E26%E26%E16%28%E23%E27%E23%E

561676950503092115318Never or almost never

29%FG26%FG20%17%33%ACFGH26%25%FG29%AFG24%FG

15147903936178960313I haven't tried

8%23%BDFI26%BDFI14%I24%BFI15%I24%BDFI15%I23%BDFI

---------Don't know/no answer

---------

571721011244137100117408Always or almost always/a lot of
30%27%29%43%ABCDEGHI27%32%27%29%30%Hthe time

1213301591247462177221631Sometimes/never or almost never
63%ACEFGH51%AFG45%43%49%53%48%56%ACFG47%

RAIRDA Survey 2024
Table 68

Q20 How often are you able to get advice within 48 hours from your hospital when you experience issues with your disease(s) or treatment between appointments?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--171272214957342285198Always or almost always

--14%23%AK20%19%17%14%13%15%11%22%15%K

--19118-1139694330153210A lot of the time

--16%15%-10%13%17%16%20%H20%13%16%

--2951841168878229266313Sometimes

--24%AJ15%40%10%23%H21%H30%ADFH19%H34%ADFH26%23%HJ

-229619-2565996643137318Never or almost never

-100%24%J16%-22%22%24%24%29%17%30%24%J

--27538444711064626142313I haven't tried

--22%32%AK40%39%ACDEFG24%E25%DE17%17%18%9%23%EK

-------------Don't know/no answer

-------------

--36245232881267752238408Always or almost always/a lot of
--29%38%20%29%30%30%28%35%30%35%30%the time

-259137436133186148723913631Sometimes/never or almost never
-100%48%AJ31%40%32%46%H44%H55%AFGH48%H51%H57%47%HJ

RAIRDA Survey 2024
Table 69

Q20 How often are you able to get advice within 48 hours from your hospital when you experience issues with your disease(s) or treatment between appointments?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

6543-621785936696153142213Yes, definitely

12%14%6%-14%13%15%18%6%8%13%27%ABEGHI8%19%EHI21%BEHI13%16%EHI

2019030318660173745140129224368161645Yes, to some extent

40%50%60%JQ38%43%38%52%39%45%E39%52%EH50%E29%56%EH45%E50%EH48%E

24133165188381940569262481947113477No, not at all

48%35%32%63%43%50%33%43%49%ABCDFG49%ABCDFG34%F24%62%ABCDFG25%31%35%F35%DF

-61---1--52-1-5417I don't know or it doesn't apply

-2%2%---1%--4%ABFG1%-1%-3%AFG1%1%

-----------------Don't know/no answer

-----------------

2624433324877254254176198285899203858Yes
52%64%66%38%57%50%66%57%51%47%65%EHI76%ABCEGHI36%75%ABEHI66%EHI63%EHI63%EHI

24133165188381940569262481947113477No
48%35%32%63%43%50%33%43%49%ABCDFG49%ABCDFG34%F24%62%ABCDFG25%31%35%F35%DF

RAIRDA Survey 2024
Table 70

Q21 Do you feel you currently have access to enough information and support about your disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

1987407013196555213Yes, definitely

10%13%11%24%ABCEGHI9%16%18%EGHI14%E16%EGHI

933031871446160169194645Yes, to some extent

48%47%53%ACEH50%E40%52%46%49%E48%

81248120727637124145477No, not at all

42%ACFG38%AF34%F25%50%ABCDFGH32%34%F36%F35%F

-11311-8417I don't know or it doesn't apply

-2%1%*1%-2%FI1%1%

---------Don't know/no answer

---------

1123902272147479234249858Yes
58%60%E65%EH75%ABCEGHI49%68%E64%E63%E63%EH

81248120727637124145477No
42%ACFG38%AF34%F25%50%ABCDFGH32%34%F36%F35%F

RAIRDA Survey 2024
Table 71

Q21 Do you feel you currently have access to enough information and support about your disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--1773612455613518163213Yes, definitely

--14%30%AK10%21%DE19%15%13%12%21%13%16%K

--60044650146199125713612645Yes, to some extent

--49%AJ37%60%45%50%48%46%47%47%52%48%J

-2437373368515211061228477No, not at all

-100%36%31%30%32%29%36%G41%AG41%G29%35%35%G

--143-2661-2-17I don't know or it doesn't apply

--1%3%-2%2%1%*-3%D-1%

-------------Don't know/no answer

-------------

--77780774201260160895215858Yes
--63%67%70%66%69%ADE62%59%59%68%65%63%

-2437373368515211061228477No
-100%36%31%30%32%29%36%G41%AG41%G29%35%35%G

RAIRDA Survey 2024
Table 72

Q21 Do you feel you currently have access to enough information and support about your disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

7347243151129241-271524112Yes, I have received support on

14%J9%14%J25%10%19%13%J2%15%ABEF8%EF9%EF*-35%ABCEFGHI10%EF8%EF8%EFexercising

2281-2-7425321523121485Yes, I have received support on

4%7%2%-5%-6%9%2%4%12%ABDEFHI6%3%4%8%4%6%nutrition and diet management

33781228248211546122494Yes, I have received support on

6%10%A16%A13%5%13%7%5%5%7%8%6%5%8%8%8%7%both exercising and diet and

nutrition management

3828034433108637649118822469401092511036No, I have not received this type

76%73%68%50%79%63%74%84%78%D79%D70%D86%ABCDG90%ABCDG52%72%D78%DG77%DGof support

-4-111---255213725I can't remember

-1%-13%2%6%---2%2%2%3%1%2%2%2%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 73

Q22 Have you received any support on exercising, or nutrition and diet management, with your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

29643554324328112Yes, I have received support on

15%ABEFH10%ABEF10%EF2%3%28%ABCEFGHI12%ABEF7%EF8%EFexercising

1042341574262085Yes, I have received support on

5%6%10%ABDFHI5%5%3%7%5%6%nutrition and diet management

12573120912313194Yes, I have received support on

6%9%A9%7%6%10%8%8%7%both exercising and diet and

nutrition management

142478245241128662623101036No, I have not received this type

74%D74%D70%D84%ABCDGHI85%ABCDGHI57%72%D78%CDG77%CDGHof support

-856324925I can't remember

-1%1%2%I2%2%1%2%I2%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 74

Q22 Have you received any support on exercising, or nutrition and diet management, with your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--10751132729241332112Yes, I have received support on

--9%4%10%12%9%7%9%9%4%9%8%exercising

-1731138252210115185Yes, I have received support on

-50%6%9%30%7%9%E5%4%7%7%4%6%Enutrition and diet management

--811311130221387294Yes, I have received support on

--7%11%10%10%10%AEF5%5%5%9%9%7%both exercising and diet and

nutrition management

-19468757920533721811560171036No, I have not received this type

-50%77%73%50%71%70%81%AGH80%GH77%79%74%77%Gof support

--214-158631125I can't remember

--2%3%-1%2%2%2%2%1%4%2%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 75

Q22 Have you received any support on exercising, or nutrition and diet management, with your disease?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

49343428391610340777523122071681313001173Extreme tiredness/fatigue

98%AO90%84%100%93%100%89%91%94%AFGH65%86%H85%H92%H88%H87%H94%ACFGH87%H

4532141835159537768422919255631162591074A negative impact on my ability to

90%84%A82%100%83%94%82%84%93%ABCDEFH73%85%ACEFH74%71%82%77%81%F79%Fdo day-to-day tasks

4531338736159335698021319956661202581061A negative impact on my leisure

90%A82%76%88%86%94%80%80%84%H70%79%77%73%86%EH79%81%H78%Hactivities, sports or hobbies

3319219729851195532110124343768168628A negative impact on my

66%AJKOP50%38%88%69%AJKOP50%44%43%67%ABCDEFGH28%41%H48%H44%H48%H45%H53%AGH46%GHrelationship with my friends and

family

3016322420943174845101126383442139573A negative impact on my ability to

60%AJKP43%44%50%48%56%37%39%59%ABCGH39%37%C48%ACG49%C44%C28%43%C42%Cdo my day-to-day job

20911021032492212568518212083317Changes to my working hours

40%AJKOP24%20%25%24%19%21%20%27%CH10%21%H33%ACGH23%H27%CH13%26%CH23%CH

12544394166136294313171251184A carer or family member has had to

24%AO14%8%38%21%25%14%14%16%H5%11%17%CH17%CH22%ACGH8%16%CH14%CHchange their working or education

pattern

416212292737165352773A negative impact on my education

8%4%4%13%5%13%8%5%9%G3%3%6%G6%4%3%8%ACGH5%G

2112-1-1-21383111332Changes to my education pattern

4%3%4%-2%-1%-2%1%1%3%4%1%1%4%ACG2%

3621115-1455-251032A negative impact on my mental

6%P2%4%13%2%6%4%-1%3%2%2%-3%3%3%2%health/mood/self-esteem

251-2-111463116426A negative impact on the quality of

4%1%2%-5%-1%2%1%3%2%1%1%1%4%1%2%life/living in pain

RAIRDA Survey 2024
Table 76

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2511-121-451--4620A negative impact on my physical

4%1%2%13%-6%2%2%-3%F2%*--3%F2%1%health

-5----3-2-46124-19A negative impact on my ability to

-1%----3%-2%B-1%B2%B1%B3%B3%B-1%Bdo my day-to-day job - had to

retire

-4----11--2-11228Lack of understanding of the

-1%----1%2%--1%-1%1%1%1%1%condition/impacts on the sufferers

121---1--12----47A negative impact on my mobility/

2%1%2%---1%--1%1%----1%1%ability to leave the home/get out

and about

-2-11-1----11-136A negative impact on my ability to

-1%-13%2%-1%----*1%-1%1%*take care of myself/others

2---------2---215A negative impact on my sight/eye

4%AKP---------1%---1%**problem

-3--------11--2-4A negative impact on my diet/

-1%--------**--1%AB-*weight/food I can eat

-1-1-------1---23A negative impact on my ability to

-*-13%-------*---1%*think/use my brain/mind

1-------------213A negative impact on my sleep/

2%AP-------------1%A**sleeping pattern

-1-------21-----3A negative impact on my body

-*-------2%ABF*-----*temperature/I always feel cold

1-1---1-11---1--3A negative impact on my ability to

2%AP-2%AP---1%-1%B1%---1%B--*do my day-to-day job - impact on

income

RAIRDA Survey 2024
Table 76

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

--------------2-2A negative impact on my mouth/teeth

--------------1%AB-*

251---21222211-515Other

4%1%2%---2%2%2%2%1%1%1%1%-2%1%

1152-3-72191419334962None of the above

2%4%4%-7%-6%5%1%8%BI5%7%ABCI4%4%3%3%5%

-----------------Don't know/no answer

-----------------

-153---522131216841312801 code selected, excluding `None of
-4%6%---4%5%2%11%ABGI4%6%10%BGI5%9%B4%6%Pthe above', ‘Not stated’

1296--112441828237314281252 codes selected, excluding `None
2%8%12%M--6%10%M9%M5%16%ABDI10%9%9%4%9%9%9%Mof the above', ‘Not stated’

989131552789317652151943583033 codes selected, excluding `None
18%23%26%13%12%31%23%18%11%27%BI28%ABFI20%19%25%I28%BI18%22%BIof the above', ‘Not stated’

990111122231223245734181637792884 codes selected, excluding `None
18%23%22%13%29%13%20%27%28%F21%21%F13%23%F21%25%F25%F21%Fof the above', ‘Not stated’

10708213316112111365691720672375 codes selected, excluding `None
20%18%16%25%31%AK19%14%25%26%ACEGH10%13%22%CGH12%22%H13%21%CGH18%GHof the above', ‘Not stated’

1243336217415331379916391596 codes selected, excluding `None
24%AOP11%6%38%14%13%15%9%18%H3%11%H14%H12%H12%H11%H12%H12%Hof the above', ‘Not stated’

3252-325-54121362220647 codes selected, excluding `None
6%7%4%-7%13%4%-6%C3%4%5%8%C3%1%6%C5%Cof the above', ‘Not stated’

131--13111161214178 codes selected, excluding `None
2%1%2%--6%3%2%1%1%*2%1%3%1%1%1%of the above', ‘Not stated’

RAIRDA Survey 2024
Table 76

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2411--1-1132-213139 codes selected, excluding `None
4%A1%2%13%--1%-1%1%1%1%-3%1%1%1%of the above', ‘Not stated’

2----------21--1410 codes selected, excluding `None
4%AKP----------1%1%--**of the above', ‘Not stated’

-----------------11+ codes selected, excluding `None
-----------------of the above', ‘Not stated’

5.1AJKOP4.03.75.54.44.63.93.84.6ACEFGH3.13.7H4.0H3.9H4.1CH3.6H4.2ACGH3.9CHAverage number of codes selected,

excluding `None of the above', `Not

stated'

2.01.81.91.81.61.81.91.61.61.81.82.12.01.91.61.81.9Standard deviation

0.280.090.260.630.250.450.180.250.170.170.110.130.230.210.130.100.05Standard error

RAIRDA Survey 2024
Table 76

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

1835603012471421073253731173Extreme tiredness/fatigue

95%ACFGH86%86%86%94%AFGH92%89%94%ACFGH87%

175543296217117992963281074A negative impact on my ability to

91%ABCEFGH84%AF85%AF76%77%85%F81%82%F79%do day-to-day tasks

1695252772231211032993221061A negative impact on my leisure

88%ABCEFGH81%A79%78%80%89%ABFGH82%81%78%activities, sports or hobbies

1223061481458457177209628A negative impact on my

63%ABCDFGH47%G42%51%G56%AGH49%48%53%AGH46%relationship with my friends and

family

1032801351357352129172573A negative impact on my ability to

53%ABCGH43%CG39%47%CG48%CG45%C35%43%C42%Cdo my day-to-day job

571447090363171103317Changes to my working hours

30%ACGH22%20%31%ACGH24%27%19%26%CG23%C

4388405032274862184A carer or family member has had to

22%ABCGH14%11%17%AG21%ACGH23%ABCGH13%16%14%change their working or education

pattern

15301117106173073A negative impact on my education

8%GH5%3%6%7%5%5%8%ACGH5%G

616585151532Changes to my education pattern

3%2%1%3%3%1%1%4%ACG2%

6188913141032A negative impact on my mental

3%3%2%3%1%3%4%AE3%2%health/mood/self-esteem

411733210526A negative impact on the quality of

2%2%2%1%2%2%3%1%2%life/living in pain

31272-18720A negative impact on my physical

2%2%2%1%-1%2%2%1%health

RAIRDA Survey 2024
Table 77

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

3746129219A negative impact on my ability to

2%1%1%2%1%2%2%BH1%1%Bdo my day-to-day job - had to

retire

-52111438Lack of understanding of the

-1%1%*1%1%1%1%1%condition/impacts on the sufferers

153---247A negative impact on my mobility/

1%1%1%---1%1%1%ability to leave the home/get out

and about

-3-22-336A negative impact on my ability to

-*-1%1%G-1%1%*take care of myself/others

212---315A negative impact on my sight/eye

1%H*1%---1%H**problem

-311--2-4A negative impact on my diet/

-***--1%-*weight/food I can eat

-2-2--123A negative impact on my ability to

-*-1%--*1%*think/use my brain/mind

11----313A negative impact on my sleep/

1%*----1%AH**sleeping pattern

-31-----3A negative impact on my body

-**-----*temperature/I always feel cold

331--22-3A negative impact on my ability to

2%ABF**--2%ABF1%-*do my day-to-day job - impact on

income

------2-2A negative impact on my mouth/teeth

------1%-*

5932114715Other

3%A1%1%1%1%1%1%2%1%

RAIRDA Survey 2024
Table 77

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

229171963141162None of the above

1%4%I5%I7%BI4%3%4%I3%5%BI

---------Don't know/no answer

---------

4301517852016801 code selected, excluding `None of
2%5%4%6%I5%4%5%I4%6%BHIthe above', ‘Not stated’

1153372310433321252 codes selected, excluding `None
6%8%11%DI8%7%3%9%8%9%Dof the above', ‘Not stated’

261539356252886743033 codes selected, excluding `None
13%24%BEI27%ABEFI20%17%24%I23%BI19%22%BIof the above', ‘Not stated’

481427642372685972884 codes selected, excluding `None
25%F22%F22%F15%25%F22%23%F24%F21%Fof the above', ‘Not stated’

471215462302457842375 codes selected, excluding `None
24%ACGH19%G15%22%ACG20%21%16%21%ACG18%of the above', ‘Not stated’

33673743211547531596 codes selected, excluding `None
17%AGH10%11%15%H14%13%13%13%12%of the above', ‘Not stated’

133714141261522647 codes selected, excluding `None
7%6%4%5%8%5%4%6%5%of the above', ‘Not stated’

28361345178 codes selected, excluding `None
1%1%1%2%1%3%1%1%1%of the above', ‘Not stated’

5843-243139 codes selected, excluding `None
3%AE1%1%1%-2%1%1%1%of the above', ‘Not stated’

21-21-11410 codes selected, excluding `None
1%H*-1%1%-***of the above', ‘Not stated’

---------11+ codes selected, excluding `None
---------of the above', ‘Not stated’

RAIRDA Survey 2024
Table 77

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

4.7ABCDEFGH4.0G3.84.04.2G4.3AG3.94.2ACGH3.9Average number of codes selected,

excluding `None of the above', `Not

stated'

1.71.81.82.11.81.81.81.71.9Standard deviation

0.120.070.100.120.150.170.090.090.05Standard error

RAIRDA Survey 2024
Table 77

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-210838698423837324813367211173Extreme tiredness/fatigue

-100%88%AJ72%90%75%82%89%GH92%AGH89%H88%H91%87%GHJ

-29908088622133222712756171074A negative impact on my ability to

-100%81%AJ67%80%77%76%79%84%ACG85%CG74%74%79%Jdo day-to-day tasks

-29698877022433722912356151061A negative impact on my leisure

-100%79%73%70%63%77%H81%H85%ACGH82%H74%65%78%Hactivities, sports or hobbies

-257747432109198156823611628A negative impact on my

-100%47%39%40%29%37%47%GH58%AFGH55%AGH47%H48%46%GHrelationship with my friends and

family

-251950194020316997477573A negative impact on my ability to

-100%42%42%10%8%14%49%AGH62%AFGH65%AFGH62%AFGH30%42%GHdo my day-to-day job

-129024-1171179056315317Changes to my working hours

-50%24%20%-1%6%H28%AGH33%AGH37%AFGH41%AFGH22%23%GH

-1170131927523732206184A carer or family member has had to

-50%14%11%10%8%9%12%14%21%AEFGH26%AEFGH26%14%Gchange their working or education

pattern

-1675--4101914121473A negative impact on my education

-50%5%4%--1%2%7%FGH9%AFGH16%AEFGH61%5%FGH

--311---46134532Changes to my education pattern

--3%1%---1%2%G9%AEFGH5%FGH22%2%FG

--293-199661-32A negative impact on my mental

--2%3%-1%3%2%2%4%1%-2%health/mood/self-esteem

--215-77525--26A negative impact on the quality of

--2%4%-6%ACEF2%1%1%3%E--2%life/living in pain

--1821287-11-20A negative impact on my physical

--1%2%10%2%E3%E2%E-1%1%-1%Ehealth

--163-388----19A negative impact on my ability to

--1%3%-3%DE3%ADE2%E----1%Edo my day-to-day job - had to

retire

--71-232-1--8Lack of understanding of the

--1%1%-2%E1%*-1%--1%condition/impacts on the sufferers

--52-15---1-7A negative impact on my mobility/

--*2%-1%2%AEF---1%F-1%ability to leave the home/get out

and about

RAIRDA Survey 2024
Table 78

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--51--2121--6A negative impact on my ability to

--*1%--1%*1%1%--*take care of myself/others

--41-14-----5A negative impact on my sight/eye

--*1%-1%1%AF-----*problem

--31-112----4A negative impact on my diet/

--*1%-1%**----*weight/food I can eat

--21--21----3A negative impact on my ability to

--*1%--1%*----*think/use my brain/mind

--21--3-----3A negative impact on my sleep/

--*1%--1%AF-----*sleeping pattern

--211-2-----3A negative impact on my body

--*1%10%-1%-----*temperature/I always feel cold

--21----3---3A negative impact on my ability to

--*1%----1%AF---*do my day-to-day job - impact on

income

--2---2-----2A negative impact on my mouth/teeth

--*---1%A-----*

--123-2542-2-15Other

--1%3%-2%2%1%1%-3%D-1%

--4913-141811756162None of the above

--4%11%AK-13%ADEFG6%EF3%3%3%8%EF4%5%FK

-------------Don't know/no answer

-------------

--719262527965-801 code selected, excluding `None of
--6%8%20%5%9%AE6%3%4%7%-6%Ethe above', ‘Not stated’

--10916-1939371311331252 codes selected, excluding `None
--9%13%-17%ACDEF13%ACE9%E5%7%4%13%9%Eof the above', ‘Not stated’

--27825240858950171463033 codes selected, excluding `None
--23%21%20%36%ACDEF29%ADEF21%D18%11%18%26%22%Dof the above', ‘Not stated’

--2711762071935830732884 codes selected, excluding `None
--22%AJ14%60%18%24%C22%C21%C20%C9%13%21%CJof the above', ‘Not stated’

-121620-11357963331422375 codes selected, excluding `None
-50%18%17%-10%12%19%GH23%AGH22%GH18%9%18%GHof the above', ‘Not stated’

RAIRDA Survey 2024
Table 78

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--14512-2145547251331596 codes selected, excluding `None
--12%10%-2%5%13%GH17%AGH17%GH17%GH13%12%GHof the above', ‘Not stated’

--604--319161493647 codes selected, excluding `None
--5%3%--1%5%GH6%GH9%AFGH12%AFGH13%5%GHof the above', ‘Not stated’

-1151---53432178 codes selected, excluding `None
-50%1%1%---1%1%3%G4%AGH9%1%of the above', ‘Not stated’

--112--13432-139 codes selected, excluding `None
--1%2%--*1%1%2%3%G-1%of the above', ‘Not stated’

--31--1-12--410 codes selected, excluding `None
--*1%--*-*1%AF--*of the above', ‘Not stated’

-------------11+ codes selected, excluding `None
-------------of the above', ‘Not stated’

-6.53.9AJ3.53.22.83.2H4.0GH4.4AFGH4.6AFGH4.4AGH4.43.9GHJAverage number of codes selected,

excluding `None of the above', `Not

stated'

-2.11.82.21.21.51.61.81.82.02.32.21.9Standard deviation

-1.500.050.200.390.140.090.090.110.170.260.450.05Standard error

RAIRDA Survey 2024
Table 78

Q23 Which of the following, if any, have you experienced in the last 12 months as a result of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

25233342209682241871761294046108173800None (0)

50%61%68%25%48%56%59%50%50%76%ABDEFGI65%ABEFI50%52%60%72%ABEFI54%59%BF

750617213619832431082351194One (1)

14%13%12%13%17%13%11%14%23%ADGH7%12%17%H13%10%15%H16%H14%H

544327-1349623441391236152Two (2)

10%11%6%25%17%-11%9%11%5%9%17%ABCGH17%CGH12%8%11%11%H

52221341168417134753088Three (3)

10%6%4%13%7%25%9%14%P10%C3%6%5%5%9%3%9%ACFH7%

211113-44237991-1041Four (4)

4%3%2%13%7%-3%9%AP2%3%C3%C3%C12%ABCDFGHI1%-3%C3%C

5174121611410171631557Five or more (5)

10%A4%8%13%5%6%5%2%1%3%4%7%AC1%8%CI2%5%4%

16----112355---520I can't remember

2%2%----1%2%2%3%C2%2%---2%1%

-----------------Don't know/no answer

-----------------

750617213619832431082351194One
14%13%12%13%17%13%11%14%23%ADGH7%12%17%H13%10%15%H16%H14%H

10665310424101710405717161766240Two or three
20%17%10%38%24%25%21%23%21%H9%15%22%CGH22%CH21%H11%21%CH18%CH

728525110537172610732598Four or more
14%7%10%25%12%6%9%11%4%6%6%C10%C13%CI9%C2%8%C7%C

1.3AP0.90.82.11.21.21.01.20.9C0.60.8C1.1ACGH1.2CGH1.1CH0.51.0CGH0.9CHAverage number of unplanned

hospital visits

RAIRDA Survey 2024
Table 79

Q24 Thinking specifically about all of your rare autoimmune disease(s), how many unplanned hospital visits have you made in the last year? Please do not include any regular appointments or

routine tests and treatment.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

1.71.41.51.81.51.61.51.51.21.31.31.51.51.61.01.41.4Standard deviation

0.250.070.220.640.240.410.140.230.140.120.080.090.170.180.080.080.04Standard error

RAIRDA Survey 2024
Table 79

Q24 Thinking specifically about all of your rare autoimmune disease(s), how many unplanned hospital visits have you made in the last year? Please do not include any regular appointments or

routine tests and treatment.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

963942291396968223208800None (0)

50%61%BEFI65%ABEFHI48%46%59%E61%BEFI52%59%BEFI

3482424524135161194One (1)

18%GH13%12%16%16%11%14%15%14%

2164305427103745152Two (2)

11%10%9%19%ABCDGHI18%ABCDGHI9%10%11%11%

164320141013274288Three (3)

8%7%6%5%7%11%AFG7%11%AFGH7%

82081113391741Four (4)

4%3%2%4%9%ABCDFGH3%2%4%3%

1234141979151957Five or more (5)

6%5%4%7%A5%8%4%5%4%

612751-4620I can't remember

3%2%2%2%1%-1%2%1%

---------Don't know/no answer

---------

3482424524135161194One
18%GH13%12%16%16%11%14%15%14%

37107506837236487240Two or three
19%16%14%24%ACGH25%AGH20%17%22%AGH18%G

205422302012243698Four or more
10%8%6%10%A13%ACGH10%7%9%7%

1.2ACGH0.9G0.81.2ACGH1.3ACGH1.1G0.91.1ACGH0.9GAverage number of unplanned

hospital visits

1.51.51.31.51.51.61.41.51.4Standard deviation

0.110.060.070.090.130.150.070.080.04Standard error

RAIRDA Survey 2024
Table 80

Q24 Thinking specifically about all of your rare autoimmune disease(s), how many unplanned hospital visits have you made in the last year? Please do not include any regular appointments or

routine tests and treatment.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--72178786195254145693410800None (0)

--59%65%70%77%ACDEF67%ACDE61%CD54%46%45%43%59%CDE

--1801331138674217133194One (1)

--15%11%30%10%13%16%15%11%17%13%14%

--14012-73546332272152Two (2)

--11%10%-6%12%11%12%15%H9%9%11%

-1825-31320231510488Three (3)

-50%7%4%-3%4%5%8%H10%FGH13%AFGH17%7%

-1373-3591182341Four (4)

-50%3%3%-3%2%2%4%5%G3%13%3%

--507-131713166157Five or more (5)

--4%6%-1%1%4%G5%G11%AEFGH8%GH4%4%G

--182-135434-20I can't remember

--1%2%-1%1%1%1%2%5%AFG-1%

-------------Don't know/no answer

-------------

--1801331138674217133194One
--15%11%30%10%13%16%15%11%17%13%14%

-122217-1048665637176240Two or three
-50%18%14%-9%16%16%21%H25%AFGH22%H26%18%H

-18710-482624248498Four or more
-50%7%8%-4%3%6%G9%G16%AEFGH11%G17%7%G

-3.50.90.80.30.50.60.8GH1.1AFGH1.5AEFGH1.3AFGH1.60.9GHAverage number of unplanned

hospital visits

-0.71.41.40.51.01.11.31.51.71.61.71.4Standard deviation

-0.500.040.130.150.100.060.070.090.140.190.350.04Standard error

RAIRDA Survey 2024
Table 81

Q24 Thinking specifically about all of your rare autoimmune disease(s), how many unplanned hospital visits have you made in the last year? Please do not include any regular appointments or

routine tests and treatment.

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

174-2-3--365-13624Very positive

2%2%8%AP-5%-3%--3%2%2%-1%2%2%2%

3242---32-71573691764Fairly positive

6%6%4%---3%5%-6%I6%I3%4%8%FI6%I5%I5%I

8771616322101229525317162857264Neither positive nor negative

16%20%32%A13%14%19%19%23%15%25%19%20%22%21%19%18%20%

1415011-19646184045117119302564125565Fairly negative

28%39%O22%-45%O38%40%O41%49%D39%43%46%D39%32%42%39%42%OQ

24119177137421430277774262945109417Very negative

48%AP31%34%88%31%44%36%32%37%H23%29%28%34%38%H30%34%H31%

-6--2----4321-2618Don't know/prefer not to say

-2%--5%K----3%A1%1%1%-1%2%1%

-----------------Don't know/no answer

-----------------

4316-2-62-10211237122388Positive
8%8%12%-5%-5%5%-9%I8%I5%I4%9%I8%I7%I7%I

382692873213883270721941935654109234982Negative
76%O70%O56%88%76%O81%76%O73%85%ABCDFGH63%72%74%H73%70%72%73%H73%HO

-34-238-22-7-30-13-82-30-70-62-173-181-53-47-97-211-894Net positive
-68%-62%-44%-88%-71%-81%-71%-68%-85%-54%-64%-70%-69%-61%-64%-66%-66%

RAIRDA Survey 2024
Table 82

Q25 To what extent have all of your rare autoimmune disease(s) had a positive or negative impact on your emotional and mental well-being?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

3151172111724Very positive

2%2%3%A2%1%1%3%2%2%

113817968202264Fairly positive

6%6%5%3%4%7%5%6%5%

32134715827236370264Neither positive nor negative

17%21%20%20%18%20%17%18%20%

692451411226340150152565Fairly negative

36%38%40%43%42%34%41%38%42%H

76206106884944117141417Very negative

39%ACFGH32%30%31%32%38%32%35%A31%

211434-5618Don't know/prefer not to say

1%2%1%1%3%-1%2%1%

---------Don't know/no answer

---------

1453281689312988Positive
7%8%A8%6%5%8%8%7%7%

14545124721011284267293982Negative
75%69%71%73%74%72%73%74%73%H

-131-398-219-194-104-75-236-264-894Net positive
-68%-61%-63%-68%-69%-65%-64%-66%-66%

RAIRDA Survey 2024
Table 83

Q25 To what extent have all of your rare autoimmune disease(s) had a positive or negative impact on your emotional and mental well-being?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--231-47841--24Very positive

--2%1%-4%2%2%1%1%--2%

--5952131818742-64Fairly positive

--5%4%20%12%ACDEF6%E4%3%3%3%-5%

--2303333469843726101264Neither positive nor negative

--19%28%AK30%30%ACDEF24%ACE20%E14%17%13%4%20%EK

-152737438119179124563411565Fairly negative

-50%43%AJ31%40%34%41%43%46%H37%45%48%42%J

-137441121741269661299417Very negative

-50%30%34%10%19%25%30%H35%GH41%AFGH38%GH39%31%GH

--153-253321218Don't know/prefer not to say

--1%3%-2%2%1%1%1%1%9%1%

-------------Don't know/no answer

-------------

--82621725261152-88Positive
--7%5%20%15%ACDEF9%DE6%4%3%3%-7%

-2901785591933052201176320982Negative
-100%73%J65%50%53%66%H73%GH81%AFGH78%GH83%AGH87%73%GH

0-2-819-72-3-42-168-279-209-112-61-20-894Net positive
0%-100%-67%-60%-30%-38%-58%-67%-77%-75%-80%-87%-66%

RAIRDA Survey 2024
Table 84

Q25 To what extent have all of your rare autoimmune disease(s) had a positive or negative impact on your emotional and mental well-being?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

1225-3-51-7193837101397Very well

2%6%10%-7%-4%2%-6%I7%I15%ABCEGHI4%9%I7%I4%7%BI

1819729113957203558141146344365147669Fairly well

36%51%MQ58%MQ13%31%56%49%M45%43%50%52%56%ABCI44%56%43%46%49%M

24114146197411637378355272258121440Not very well

48%AOP30%28%75%45%P44%35%36%45%ADFG32%F31%F21%35%F29%38%F38%AF33%F

648217-137101027201051737136Not at all well

12%13%4%13%17%O-11%16%12%9%10%8%13%6%11%12%10%

12-------3-13-1210I don't know

2%1%-------3%AG-*4%ABFG-1%1%1%

-----------------Don't know/no answer

-----------------

1921934116962213565160184375075160766Well
38%57%MQ68%MQ13%38%56%53%48%43%57%59%BI71%ABCEGHI48%65%BCEI50%50%57%BIMQ

301621672675423474711075372775158576Not well
60%AOP42%32%88%62%AOP44%47%52%57%ADFGH41%F41%F29%48%F35%50%DF49%ADFG43%F

-115718-6-1028-2-12185010902302190Net well
-22%15%36%-75%-24%13%7%-5%-15%16%19%42%0%30%0%1%14%

RAIRDA Survey 2024
Table 85

Q26 Over the last 12 months, how well, if at all, do you feel you have been managing day to day with all of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

338253868201597Very well

2%6%I7%BI13%ABCEGHI4%7%I5%I4%7%BI

793101831565859167180669Fairly well

41%48%EI52%BCEHI54%BCEI38%51%E46%45%49%BEI

86218106675941136154440Not very well

45%AFGH34%F30%F23%39%F35%F37%AFG39%AFGH33%F

237836252584146136Not at all well

12%12%A10%9%17%ADFG7%11%12%10%

25-13-2310I don't know

1%1%-*2%G-1%1%1%

---------Don't know/no answer

---------

823482081946467187195766Well
42%54%EI59%BCEHI68%ABCEGHI42%58%EI51%I49%57%BCEHI

109296142928449177200576Not well
56%ACDFGH46%AFG41%F32%56%ADFGH42%F48%AFG50%AFG43%F

-275266102-201810-5190Net well
-14%8%19%36%-13%16%3%-1%14%

RAIRDA Survey 2024
Table 86

Q26 Over the last 12 months, how well, if at all, do you feel you have been managing day to day with all of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--8017-122735994197Very well

--7%14%AK-11%E9%E8%E3%6%5%4%7%EK

--60762655148208136644111669Fairly well

--49%52%60%49%51%50%50%43%54%48%49%

-141027429961299055289440Not very well

-50%33%AJ23%40%26%33%31%33%37%37%39%33%J

-112411-151943352031136Not at all well

-50%10%9%-13%CG7%10%13%CG13%CG4%4%10%G

--73-12312-110I don't know

--1%3%AK-1%1%1%*1%-4%1%K

-------------Don't know/no answer

-------------

--68779667175243145734512766Well
--56%66%AK60%60%60%D58%D54%49%59%52%57%D

-253438444115172125753110576Not well
-100%43%AJ32%40%39%39%41%46%50%G41%43%43%J

0-215341223607120-2142190Net well
0%-100%12%34%20%21%21%17%7%-1%18%9%14%

RAIRDA Survey 2024
Table 87

Q26 Over the last 12 months, how well, if at all, do you feel you have been managing day to day with all of your rare autoimmune disease(s)?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

42821421-120184269618120Man

8%K7%K4%13%10%JK13%1%-1%17%ABCGI7%16%ABCGI8%I12%CI4%6%9%BCIJK

45354487381411542809525221870681453001228Woman

90%92%96%88%90%88%99%AMPQ95%98%ADFH83%93%FH84%91%88%96%ADFH94%AFH91%FH

-------21---1---2Non-binary

-------5%AKP1%AB---1%AB---*

-----------------My gender is not listed

-----------------

11-------------22Prefer not to say

2%A*-------------1%A*

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 88

Q27 Which of the following best describes your gender?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

656204314121120120Man

3%9%BCGI6%C15%ABCGHI9%BCI10%BCI3%5%9%BCGI

1855913302441361043543741228Woman

96%ADEFH91%F94%AFH85%90%90%97%ABDEFH94%AFH91%F

11--1--22Non-binary

1%*--1%--1%*

---------My gender is not listed

---------

11----122Prefer not to say

1%*----*1%*

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 89

Q27 Which of the following best describes your gender?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

---120110403914952120Man

---100%AK10%9%14%ADE9%E5%6%7%9%9%EK

--1228-910225237825614070211228Woman

--100%AJ-90%91%86%90%94%AG93%G92%91%91%GJ

-2------1-1-2Non-binary

-100%------*-1%AF-*

-------------My gender is not listed

-------------

-------1-1--2Prefer not to say

-------*-1%--*

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 90

Q27 Which of the following best describes your gender?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-5-12---1-323--142316 to 24

-1%-13%5%K---1%-1%1%4%CFH--4%ACFGH2%

411--136373919346257625 to 34

8%O3%--2%19%5%7%9%G3%3%7%G4%5%4%8%G6%P

8471116-841217162814864915035 to 44

16%12%22%AK13%14%-7%9%15%CG15%CG6%11%CG18%ACG10%4%15%ACG11%CG

1476115163226291946462519167127145 to 54

28%20%22%63%38%AJKP19%19%14%35%ABCFGH17%17%18%32%ACFGH25%C11%22%C20%C

1510311112242202229821002322459541855 to 64

30%27%22%13%29%13%36%45%AOP27%25%30%38%ABH30%29%30%30%31%P

99610-582968278350817475229265 to 74

18%25%20%-12%50%25%14%10%23%EI31%ABEFI19%I10%22%I31%ABEFI16%22%BEI

-436---84217301517291111275 to 84

-11%AMQ12%MQ---7%9%MQ2%15%ABEFI11%BEFI6%1%9%BE19%ABDEFGI3%8%BEIQ

-21---11131---231085 or over

-1%2%---1%2%1%3%AFG*---1%1%1%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 91

Q28 How old are you?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

16336--142316 to 24

1%1%1%1%4%ACDFGHI--4%ACDFGHI2%CH

12239194814307625 to 34

6%GH4%3%7%GH3%7%G4%8%CEGH6%GH

298429302714225615035 to 44

15%CG13%ACG8%10%C18%ACFG12%C6%14%ACG11%CG

5813567534929648627145 to 54

30%ABCFGH21%19%18%32%ABCFGH25%17%22%20%

59176102110442811912941855 to 64

31%27%29%38%ADGH29%24%33%H32%H31%H

28153985518301036329265 to 74

15%24%BEI28%ABEFHI19%12%26%BEI28%ABEFHI16%22%BEI

566391737411611275 to 84

3%10%ABEFI11%ABEFI6%2%6%11%ABEFI4%8%BEI

163---341085 or over

1%1%1%---1%1%1%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 92

Q28 How old are you?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--212-------232316 to 24

--2%2%-------100%2%EFG

-1705------76-7625 to 34

-50%6%4%------100%ADEFGH-6%DEFGH

--1409-----150--15035 to 44

--11%8%-----100%ACEFGH--11%CEFGH

-125614----271---27145 to 54

-50%21%AJ12%----100%ACDFGH---20%CDFGHJ

--37839---418----41855 to 64

--31%33%---100%ACDEGH----31%CDEGH

--25240--292-----29265 to 74

--21%33%AK--100%ACDEFH-----22%CDEFHK

--10210-112------11275 to 84

--8%8%-100%ACDEFG------8%CDEFG

--9110-------1085 or over

--1%1%100%-------1%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 93

Q28 How old are you?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

158012-1521972028527423202283322In full-time paid work (30 hours or

30%K21%24%-36%JKP13%16%16%24%24%C19%28%CG30%CG26%C15%26%C24%CGKmore each week) including self-

employment

7581013-1781619424615132057228In part-time paid work (under 30

14%15%20%13%7%-15%18%20%17%16%18%19%17%13%18%17%hours each week) including self-

employment

-2-11---2-321-1817In full-time education at school,

-1%-13%2%---2%-1%1%1%-1%3%A1%college or university

-21-1---13241--213Unemployed

-1%2%-2%---1%3%C1%2%1%--1%1%

1783861362712241449532471982272Unable to work due to long-term

34%AO22%16%75%31%38%23%27%29%ACDGH12%18%20%CD31%ACDFGH9%13%26%ACDGH20%CDHsickness or disability

914116-78411413411127410318268431Fully retired from work

18%37%AMQ32%-17%50%35%MQ32%16%36%BEI41%ABEFI28%BEI13%40%BEI54%ABDEFGHI21%32%BEIMQ

271-1-7-37543451142Looking after the family or home

4%2%2%-2%-6%P-4%6%FG2%2%4%5%3%3%3%

-102-1-533353-22927Other

-3%4%-2%-4%7%A4%3%2%1%-3%1%3%2%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 94

Q29 Which of the following best describes what you are doing at present?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

43138707648265494322In full-time paid work (30 hours or

22%C21%C20%C26%CG32%ABCGHI22%C15%24%C24%CGHmore each week) including self-

employment

3197534824155070228In part-time paid work (under 30

16%15%15%17%16%13%14%18%17%hours each week) including self-

employment

23333-1817In full-time education at school,

1%*1%1%2%CH-*2%CH1%CHcollege or university

16342--313Unemployed

1%1%1%1%C1%C--1%1%

651476667442584107272Unable to work due to long-term

34%ABCDFGH23%AG19%23%29%AG22%23%27%AGH20%sickness or disability

4122413981244415191431Fully retired from work

21%35%ABEFI40%ABEFHI28%E16%38%BEI41%ABEFHI23%E32%BEI

5158444131242Looking after the family or home

3%2%2%1%3%3%4%3%3%F

5198422131327Other

3%3%A2%1%1%2%4%A3%A2%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 95

Q29 Which of the following best describes what you are doing at present?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--28339--510010863397322In full-time paid work (30 hours or

--23%33%AK--2%24%GH40%AFGH42%AFGH51%AFGH30%24%GHKmore each week) including self-

employment

--21511-322906335123228In part-time paid work (under 30

--18%AJ9%-3%8%22%AGH23%AGH23%AGH16%GH13%17%GHJhours each week) including self-

employment

--161----4111117In full-time education at school,

--1%1%----1%FG1%1%F48%1%Fcollege or university

--103--1533-113Unemployed

--1%3%--*1%1%2%-4%1%

-125615-116119763921-272Unable to work due to long-term

-50%21%AJ13%-1%5%H28%AGH28%AGH26%GH28%GH-20%GHJsickness or disability

--38150101022368021--431Fully retired from work

--31%42%AK100%91%ACDEFG81%ACDEF19%CDE1%1%--32%CDEFK

--42--34151171142Looking after the family or home

--3%AJ--3%1%4%4%G5%G1%4%3%G

-1251-389412-27Other

-50%2%1%-3%3%2%1%1%3%-2%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 96

Q29 Which of the following best describes what you are doing at present?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

453564283814106417610625224372691432691230White
90%93%O84%100%90%88%91%93%93%B92%B93%B93%B94%B90%95%B84%91%B

453494183314101407210124823970681422561196English/Welsh/Scottish/Northern

90%91%AMO82%100%79%88%87%91%88%88%92%AB92%AB91%B88%94%AB80%88%BMIrish/British

-51-3-3144341--723Irish

-1%2%-7%AP-3%2%5%ACG3%C1%2%1%--2%2%

-----------------Gypsy or Irish traveller

-----------------

-2--2-2--11-111611Any other white background

-1%--5%AP-2%--1%*-1%1%1%2%AF1%

-82-1-4-2-61-121022Mixed/multiple ethnic groups
-2%4%-2%-3%-2%-2%*-1%1%3%AF2%

-4--1-1-1-21-1-27White and black Caribbean

-1%--2%-1%-1%-1%*-1%-1%1%

-1------1-1---1-3White and black African

-*------1%B-*---1%-*

--1---2--------66White and Asian

--2%P---2%P--------2%AFG*

-31---1---3---126Any other mixed/multiple ethnic

-1%2%---1%---1%---1%1%*background

174-2-3112162321734Asian/Asian British
2%2%8%AP-5%-3%2%1%2%*2%3%4%G1%5%ACG3%G

121-2----113112918Indian

2%1%2%-5%KP----1%*1%1%1%1%3%AG1%

RAIRDA Survey 2024
Table 97

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

-21---1----2-1-14Pakistani

-1%2%A---1%----1%-1%-**

-11------1-----12Bangladeshi

-*2%A------1%-----**

------2-1------34Chinese

------2%AP-1%------1%A*

-21----1---111-36Any other Asian background

-1%2%----2%---*1%1%-1%*

-4--11--1-31121918Black/African/Caribbean/black
-1%--2%6%--1%-1%*1%3%1%3%AF1%British

-3--------31111411African

-1%--------1%*1%1%1%1%1%

-1--11--1----1-57Caribbean

-*--2%6%--1%----1%-2%AFG1%

-----------------Any other black/African/Caribbean

-----------------background

272--13223781221540Other ethnic group
4%2%4%--6%3%5%2%3%3%3%1%3%1%5%A3%

-------1------112Arab

-------2%AP------1%**

272--13123781211438Any other ethnic group

4%2%4%--6%3%2%2%3%3%3%1%3%1%4%C3%

-1---------11---2Don't know

-*---------*1%AB---*

RAIRDA Survey 2024
Table 97

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

2--------41---1-6I would prefer not to say

4%AKP--------3%ABFG*---1%-*

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 97

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

1725943212701381053413431230White
89%92%B92%B94%ABI91%B91%93%B86%91%B

1675753152651311033323281196English/Welsh/Scottish/Northern

87%89%B90%B92%ABI87%89%91%B82%88%BIrish/British

51455415923Irish

3%2%1%2%3%1%1%2%2%

---------Gypsy or Irish traveller

---------

-51-314611Any other white background

-1%*-2%F1%1%2%F1%

414812171022Mixed/multiple ethnic groups
2%2%F2%F*1%1%2%3%F2%F

152111227White and black Caribbean

1%1%1%*1%1%1%1%1%

111---1-3White and black African

1%**---*-*

131-1-266White and Asian

1%**-1%-1%2%AFH*

154---226Any other mixed/multiple ethnic

1%1%1%A---1%1%*background

715766371934Asian/Asian British
4%2%2%2%4%3%2%5%ACGH3%

2323413918Indian

1%*1%1%3%H1%1%2%CH1%H

2412-1114Pakistani

1%1%*1%-1%***

RAIRDA Survey 2024
Table 98

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

-21----12Bangladeshi

-**----**

221---234Chinese

1%**---1%1%*

142121156Any other Asian background

1%1%1%*1%1%*1%A*

2531242918Black/African/Caribbean/black
1%1%1%*1%3%ACFGH1%2%CFH1%British

1331121411African

1%*1%*1%2%*1%1%

12--12157Caribbean

1%*--1%2%FG*1%AGH1%

---------Any other black/African/Caribbean

---------background

6161082381740Other ethnic group
3%2%3%3%1%3%2%4%CEH3%

-1----122Arab

-*----*1%*

6151082371538Any other ethnic group

3%2%3%3%1%3%2%4%3%

-1-11---2Don't know

-*-*1%---*

241---1-6I would prefer not to say

1%B1%*---*-*

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 98

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-11119109910928239324411961131230White
-50%91%91%90%97%ACDE97%ACDE94%ACD90%CD79%80%57%91%CD

-11088106910927538323811060121196English/Welsh/Scottish/Northern

-50%89%88%90%97%ACDEF94%ACDE92%ACD88%D73%79%52%88%CDIrish/British

--203--47561-23Irish

--2%3%--1%2%2%4%AH1%-2%

-------------Gypsy or Irish traveller

-------------

--11---3313-111Any other white background

--1%---1%1%*2%-4%1%

--211--46631222Mixed/multiple ethnic groups
--2%1%--1%1%2%2%1%9%2%

--61--2212--7White and black Caribbean

--*1%--1%**1%--1%

--3----12---3White and black African

--*----*1%---*

--6---1-21-26White and Asian

--*---*-1%1%-9%*

--6---131-1-6Any other mixed/multiple ethnic

--*---*1%*-1%-*background

--304--157134434Asian/Asian British
--2%3%--*1%3%G9%AEFGH5%FGH17%3%FG

--144--13372218Indian

--1%3%K--*1%1%5%AEFGH3%G9%1%K

--4-----13--4Pakistani

--*-----*2%AFG--*

--2------2--2Bangladeshi

--*------1%AFG--*

--4----12-1-4Chinese

--*----*1%-1%-*

--6----111126Any other Asian background

--*----**1%1%9%*

RAIRDA Survey 2024
Table 99

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

--162--13463118Black/African/Caribbean/black
--1%2%--*1%1%4%AFGH4%FGH4%1%British

--92--1-342111African

--1%2%--*-1%F3%AFG3%FG4%1%

--7----3121-7Caribbean

--1%----1%*1%G1%-1%

-------------Any other black/African/Caribbean

-------------background

-1371-339787340Other ethnic group
-50%3%1%-3%1%2%3%5%G9%AEFG13%3%G

--2------2--2Arab

--*------1%AFG--*

-1351-339767338Any other ethnic group

-50%3%1%-3%1%2%3%4%G9%AEFG13%3%G

---2--1-1---2Don't know

---2%AK--*-*---*

--511--221--6I would prefer not to say

--*1%10%--*1%1%--*

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 99

Q30 Which one of the following best describes your ethnic group or background?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

4431239735149940659222621061661212711112England

88%81%78%88%83%88%85%91%79%80%84%81%79%86%80%85%82%

4183-2-413714195213871Wales

8%5%6%-5%-3%2%4%6%5%7%B6%3%9%B3%5%B

238315-91951826891428117Scotland

4%10%6%13%12%-8%2%11%4%7%10%10%12%9%9%9%

-103--12124741-3829Northern Ireland

-3%6%--6%2%2%2%3%3%2%1%-2%3%2%

-52--12137512--523Prefer not to say

-1%4%--6%2%2%4%CF6%ABCDFG2%*3%C--2%2%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 100

Q31 Which country do you live in?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

160532290233124922993391112England

83%82%83%81%82%79%82%85%82%

829181986231071Wales

4%4%B5%7%B5%B5%6%B3%5%B

1956242915153632117Scotland

10%9%7%10%10%13%G10%8%9%

3171042261029Northern Ireland

2%3%3%1%1%2%2%3%2%

31582212723Prefer not to say

2%2%C2%C1%1%1%1%2%2%C

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 101

Q31 Which country do you live in?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-1100910199524734421112362211112England

-50%82%84%90%85%85%E82%78%82%82%91%82%E

--656-620261252-71Wales

--5%5%-5%7%6%4%3%3%-5%

--10610161938311381117Scotland

--9%8%10%5%7%9%11%G9%11%4%9%

--281-2361143-29Northern Ireland

--2%1%-2%1%1%4%AFG3%4%-2%

-1202-334651123Prefer not to say

-50%2%2%-3%1%1%2%3%F1%4%2%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 102

Q31 Which country do you live in?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

810211-673051935615013223170301By myself

16%27%AJ22%-14%44%26%11%23%30%AEF23%19%17%29%21%22%22%

3016819217659293246133125333496128627With my partner/spouse

60%AOP44%38%25%40%38%51%66%AMOP39%40%49%B48%43%44%64%ABDEFGHI40%46%B

9761441121872119486521171474279With my partner/spouse and children

18%20%28%50%26%13%16%16%26%C17%18%C25%CG27%C22%C9%23%C21%C

1325271921014251794937125With family

2%8%10%25%17%Q6%8%5%12%12%9%7%12%5%6%12%F9%

-11-1-----21--148With friends

-*2%-2%-----1%*--1%1%1%

24-----1-1121--712Prefer not to say

4%AK1%-----2%-1%*1%1%--2%A1%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 103

Q32 Who do you live with?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

42163795430338583301By myself

22%25%ABF23%19%20%28%F23%21%22%

902931671356151199173627With my partner/spouse

47%45%48%47%40%44%54%ABDEGH43%46%

39120667037265287279With my partner/spouse and children

20%C18%C19%24%CH25%C22%C14%22%C21%C

196433251962742125With family

10%10%9%9%13%CD5%7%11%9%

12311-158With friends

1%*1%*1%-*1%H1%

27223-2812Prefer not to say

1%1%1%1%2%-1%2%AC1%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 104

Q32 Who do you live with?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-1274263467988472315-301By myself

-50%22%22%30%41%ACDEFG27%ADE21%17%15%20%-22%DE

--564625561862407636253627With my partner/spouse

--46%52%50%50%CDE64%ACDEH57%ACDE28%24%33%13%46%CDE

-1260171296412267131279With my partner/spouse and children

-50%21%14%10%2%3%15%GH45%ACFGH45%ACFGH17%GH4%21%FGH

--1131216172122222214125With family

--9%10%10%5%6%5%8%15%AEFGH29%ADEFGH61%9%FG

--8--1-1-1148With friends

--1%--1%-*-1%1%17%1%

--93-11441-112Prefer not to say

--1%3%K-1%*1%1%1%-4%1%K

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 105

Q32 Who do you live with?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

32832411327152416471724114Yes

6%7%6%25%10%6%11%5%9%13%F9%6%5%9%11%8%8%

45351476381510342749924424270701332901222No

90%92%94%75%90%94%89%95%90%86%90%93%H91%91%88%91%90%

24------11223-1616Prefer not to say

4%K1%------1%1%1%1%4%AFG-1%2%1%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 106

Q33 Are you a carer for someone over the age of 16 in your household?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

156028228114329114Yes

8%9%8%8%5%9%12%ABE7%8%

1755833202631401053213631222No

91%90%91%92%93%91%88%91%C90%C

36223-2616Prefer not to say

2%1%1%1%2%-1%2%1%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 107

Q33 Are you a carer for someone over the age of 16 in your household?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-1107528193733114-114Yes

-50%9%4%20%7%7%9%12%AG7%5%-8%

-11107114810127237523513871221222No

-50%90%95%80%90%93%E90%87%92%93%96%90%E

--141-316311116Prefer not to say

--1%1%-3%G*1%1%1%1%4%1%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 108

Q33 Are you a carer for someone over the age of 16 in your household?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Secondary diagnosisPrimary diagnosis
A form ofA form of

lupus (suchlupus (such

as systemicas systemic

lupuslupus

erythematoserythematos

us (SLE),us (SLE),

cutaneouscutaneous

lupus (skinlupus (skin

lupus),lupus),

Undifferentdrug-Undifferentdrug-

iated orA form ofA form ofinducediated orA form ofA form ofinduced

mixedsystemicsystemicAntiphosphoMyositis/lupus ormixedsystemicsystemicAntiphosphoMyositis/lupus or

connectivesclerosisvasculitislipidinflammatorjuvenile-connectivesclerosisvasculitislipidinflammatorjuvenile-

tissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupustissueRaynaud'sor(includingsyndromey muscleSjogren'sonset lupus

diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))diseasediseasesclerodermaBehcet's)(APS)diseasedisease(JSLE))Total

(Q)(P)(O)(N)(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

50*38350*8**42*16**11644*82*11527026077*77*1513201352Total

1816816316955194841109127243465144592University degree (completed a

36%44%32%38%38%56%47%43%59%ABCEGH36%40%49%EH31%44%43%45%E44%Ebachelor/master's/PhD degree or

equivalent)

16921521133281931706621203968334Vocational qualification specific

32%24%30%25%26%19%28%18%23%27%26%25%27%26%26%21%25%to a particular occupation or trade

(below degree level)

76452113159814393816183258223Upper secondary that allows access

14%17%10%25%26%KO19%13%20%10%12%14%15%21%23%HI21%I18%16%to university

543813-12552338251421031148Lower secondary education

10%11%16%13%7%-10%11%6%20%ABCDFI14%CD10%D18%ABCDFI3%7%10%D11%D(schooling approximately until the

age of 15)

------1--------22Primary education (schooling

------1%--------1%A*approximately until the age of 11)

-12--1---11-11-15No primary education completed

-*4%AKP--6%---1%*-1%1%-**

1-1----1--2--11-4Never been in formal education

2%AP-2%AP----2%AP--1%--1%B1%-*

3153-1-12251141141644Prefer not to say

6%K4%6%K-2%-1%5%2%4%4%2%1%1%3%5%F3%

-----------------Don't know/no answer

-----------------

RAIRDA Survey 2024
Table 109

Q34 What is the highest level of education you completed?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M/N/O/P/Q
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing



Combined diagnoses
A form of lupus

(such as

systemic lupus

erythematosus

(SLE),

cutaneous lupus

A form of(skin lupus),

UndifferentiateA form ofsystemicdrug-induced

d or mixedsystemicvasculitisAntiphospholipiMyositis/lupus or

connectiveRaynaud'ssclerosis or(includingd syndromeinflammatorySjogren'sjuvenile-onset

tissue diseasediseasesclerodermaBehcet's)(APS)muscle diseasediseaselupus (JSLE))Total

(I)(H)(G)(F)(E)(D)(C)(B)(A)

1936493502871511163663981352Total

962781371345454163173592University degree (completed a

50%EGH43%39%47%E36%47%45%E43%E44%EGbachelor/master's/PhD degree or

equivalent)

47160897341319485334Vocational qualification specific

24%25%25%25%27%27%26%21%25%to a particular occupation or trade

(below degree level)

25102544531236477223Upper secondary that allows access

13%16%15%16%21%I20%17%19%I16%to university

178049291943139148Lower secondary education

9%12%CD14%ACDI10%D13%D3%8%10%D11%D(schooling approximately until the

age of 15)

------122Primary education (schooling

------*1%*approximately until the age of 11)

-43-12115No primary education completed

-1%1%-1%2%AF***

123--1214Never been in formal education

1%*1%--1%1%**

72315651102044Prefer not to say

4%4%4%2%3%1%3%5%ACDF3%

---------Don't know/no answer

---------

RAIRDA Survey 2024
Table 110

Q34 What is the highest level of education you completed?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: All Columns Tested (5% risk level)
Overlap formulae used.



GenderAge
Not listedNon-binaryWomanMan85 or over75 to 8465 to 7455 to 6445 to 5435 to 4425 to 3416 to 24Total

(M)(L)(K)(J)(I)(H)(G)(F)(E)(D)(C)(B)(A)

-**2**122812010**11229241827115076*23**1352Total

-25424754110417712975538592University degree (completed a

-100%44%39%50%37%36%42%48%GH50%GH70%ADEFGH35%44%Gbachelor/master's/PhD degree or

equivalent)

--2963831993105673872334Vocational qualification specific

--24%32%30%17%32%ACFH25%C25%C25%C9%9%25%CHto a particular occupation or trade

(below degree level)

--207161315068421885223Upper secondary that allows access

--17%13%10%28%ACDEFG17%16%15%12%11%22%16%to university

--13414-183448221277148Lower secondary education

--11%12%-16%DE12%11%8%8%9%30%11%(schooling approximately until the

age of 15)

--2----2----2Primary education (schooling

--*----*----*approximately until the age of 11)

--32--2-21--5No primary education completed

--*2%AK--1%-1%1%--*K

--31--3---1-4Never been in formal education

--*1%--1%AF---1%F-*

--4121361896-144Prefer not to say

--3%2%10%3%2%4%3%4%-4%3%

-------------Don't know/no answer

-------------

RAIRDA Survey 2024
Table 111

Q34 What is the highest level of education you completed?

Base: all participants

Fieldwork dates: 22nd April - 31st May 2024
Participant type: People 16+ with rare autoimmune rheumatic diseases
Source: Ipsos (JN 23-069657-01)
File name: 23-069657-RAIRDA-condensed-V1-Public241212
Proportions/Means: Columns Tested (5% risk level) - A/B/C/D/E/F/G/H/I - A/J/K/L/M
Overlap formulae used.  * small base; ** very small base (under 30) ineligible for sig testing


