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APPENDIX 1

HOSPITAL ANXIETY AND DEPRESSION SCALE



"HAD SCALE

ID No. Initials D.O.B. Date Schedule Machine

Read each item and place a tick in the box opposite the reply which comes closest to how
you have been feeling In the past week.

Don't take too long over your replies: your immediate reaction to each item will probably
be more accurate than a long thought-out response

Tick only one box in each section
| feel tense or “"wound up’: f feel as if | am slowed down:
Most Of the timMe ..ceveviiiniiiiiiri e cacienens D Nearly all the time .......ccoviiimiiiiiiin e D
Alot of the tiMe ...oveereieiiniiiii et crereaeens [:] Very often ... D
Time to time, 0ccasionally.......couvevenverniiniiiniinianecnnns D SOMELIMES ceuuieiiiiieniiiiirraeierrtceritrsinsesesaesnnneans D

NOL AT 8l «.v.oeeevereeneeesenssearsasesnsesssssssresassmrssannes ] NOE AL All .verereeeceeesreeesersseseesssms e nsssesensanneares ]

{ get a sort of frightened feeling like ‘butterflies’ in

I still enjoy the things | used to enjoY: . ' the stomach:
Definitely as MUCH «.c.eeveieiriiiariiiiceceriaeee Notatall coveeiiniiiiiiiiriiricrcr s rcnncaenas D
Not quite S0 MUCHh..cc.ccieerriiiinccrenciiiannn. Occasionally .......cceuuue.. eeedtrasairatinisssrcanssereratansans D
Only afittle ....ovvii e s er e s Quite often ............... et eeeetereetetearaeseteententenes D
Hardly at all ....oooivniniieniercten v Very often.. ..ot D
l get a sort of frightened feeling as if
something awful is about to happen: | have lost interest in my appearance:
Very definitely and quite badly ceeeeeeceicieiaiiinenierenennes D D iNItElY v enneereeeceranenrnaeeecraornccrnrareosssiassraronersossenns D
Yes, but not too badly ...cceveevnnnnnnes eeeeerenenasttsansasenns D { don‘t take so much care as 1 should .....cccivveencniacans D
A little, but it doesn’'t WOITY Me. i aieeeiieieieriimcrcnonasseas D | may not take quite as much care ....cceeeeeveeneeecnenncens D
Notat all c.c.ooiviiiiiiiiminiiverierecteeniireiacnaeaeee veveene D | take just as muUCh care 8s eVer ....ccucvveieenroesesannccaes D
I can laugh and see the funny side of things: | feel restless as if | have to be on the move:
As much as | always could.......covmruiriiaeininiianeneaeans D Very; much indeed ..ccccviiiininiaieieriiiieerianiraseasananeene D
Not quite so much NOW .oiveiriniennnsiaretiintnncnnnasanaees - D Quite @10t ceeriicririnecerer it eaaen [:]
Definitely not 50 MUCR NOW ....eneriraiiniriiicniaiaeaes D Not very MUCH.....ciiiceieieecrieeacencaacticsnrraicaans D
Notat all e cve e esacene D [ 1o7 4 1 | S PO PRSP D
Worrying thoughts go through my mind: | ook forward with enjoyment to things:
A great deal of the time...cciiiieiiiiiiniiieiaencnecciananns D As much as ever 1 did...c.cceveeniriieiimiennieecencecnnnnnee: [:]
A lot of the LT T TS TRRUN D Rather less than l used 10 ..cvivecareinceiiiencnncerncanocncs D
From time to time but NOt t00 OfteN...evueeevrrreerenrenes D Definitely less than l used to ....... Vesetesssnensessscsannenses D
Only 0ccasionally .c.cvuierieraieienieceeriimieieieinraecenccnees D Hardly at all ..ot nsres e tacaaieas D
I feel cheerfuf: 1 get sudden fealings of panic:
Notatall ..ottt enee D Very often indeed ... .....ooiiiiiiiiniiiniiinicinininenninaenes D
[N 1o T Qo33 - o U POPUPPPS D QUIE OFLEN ..o eeeeeeeereeseeeeeeeseeansesessassseeaessnns L—_]
SOMEUMES ...ttt it e re e saeaaesans D Not very often . ....oiiiiiiiiiiiiiiiie s cnees D
Most of the time .......ooiiiiiiii e D NOt at all Leoeii e e D
| can sit at ease and feel relaxed: I can enjoy a good book or radio 6( TV programme:

[T TVl (1 RN D (01 713 WU RPN D
[TV 1 (A RO D SOMEUIMIES ittt aeeamieasinearrarasananncanneans D
Not often ..o i D Not often................ Cerereeieneeiieieseraraneraanaeenes AN D
Notatall e D Veey seldomo ..o D



APPENDIX 2

SPIELBERGER’S STATE ANXIETY INVENTORY (STAI)
Long and short version



D No. Initials D.0.B. Date Schedule

STAI SHORT

A Self Evaluation Questionnaire

A number of statements which people have used to describe themselves
are given below. Read each statement and then circle the most
appropriate number to the right of the statement to indicate how you feel
right now at this moment.

There are no right or wrong answers. Do not spend too much time on
any one statement, but give the answer which seems to describe your
present feelings best. ’

Notatall Somewhat Moderately Very much

1. lfeel calm 1 2 3 4
2. lam tense 1 2 3 4
3. | feel upset 1 2 3 4
4. | am relaxed 1 2 3 4
5. | feel content 1 2 3 4
6. | am worried 1 2 3 4

Please make sure that you have answered all the questions

Machine




10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

D No.

Initials

0.0.8.

Date

SELF EVALUATION QUESTIONNAIRE

Schedule

DIRECTIONS: A number of statements which people have used to describe themselves are
given below. Read each statement and circle the right statement to indicate how you feel right now,
that is, at this moment. There are no right or wrong answers. Do not spend too much time on any
one statement but give the answer which seems to describe your present feelings best.

Please make sure that you have answered ALL the qucstions.

Not At All
| feel calm ......ccceeeeeeeene. 1
| feel secure ................. 1
lamtense ....ccccoeevnenenee 1
| feel strained .............. 1
| feel at ease ................ 1
[ feel upset ....ccoveeeeeenen. 1

| am presently worrying.
over possible

misfortunes .................. 1
| feel satisfied ............. 1
| feel frightened .......... 1
| feel comfortable ....... 1

| feel self-confident... 1

| feel nervous ................ 1
[ am jittery ...ceeeeeeneeenns 1
| feel indecisive ........... 1
| am relaxed .................. 1
| feel content ................ 1
| am worried .................. 1
| feel confused .............. 1
| feel steady ...ccccoeeeeeeen. 1
{ feel pleasant .............. 1

Somewhat

2

2

Moderately
3

3

Very Much So
4

4



APPENDIX 3

SPIELBERGER’S TRAIT ANXIETY INVENTORY (STAI)



-SELF-EVALUATION QUESTIONNAIRE

- P /
STAI Form Y-2 . .

Name _ . : g : Date
‘DIRECTIONS: A number. of statements which people have used to
describe themselves are given below, ReadAeach statement and lh‘cn 1, 1,1
blacken in the appropriate circle to the right of the statement to in- .
dicate how you generally fecl. There are no right of wrong answers. Do B J-'r,_(, . ’.‘,./
not spend too much time on any one stalement but give the answer ‘f/k /71& J"‘/k "’.',/_
which seems to describe liow you gcn‘crally feel. : R e &
91, [ feel pleasant ..ot e SR O ¢ 0 6
22. eel nervous and restless oo ii i ® o @
23. 1 feel satisfied with myscll ... ® 0 ®
24. [ wish 1 could be as happy as others scc;ﬁ be: .., ® ® .0 @
25. 1 feel like a (ailure ..o LL. PR [RRRPRRR e ® ® 0 ®.
26. 1 feel rested ..., e e 0.7 0 o
27. 1 am “caln, cool, and collected™ C G ®©o ® 0 ®
28. I feel that difficulties are piling up so that [ cainnot overcome them ®©o © 0 o
29. 1 worry too much over something that really doesn’t matter ... © ® © ®
30. Lam bappy ......... e e ® ® 0 o
31. [ have disturbing thoughts ... U e e ®O ® 0 o
32. 1 lack self-confidence ... oo, e .0 0 o @
33. tfeclsccure ..o, e e ® ®© 0 @
-34. 1 make decisions casily ... .. e I O I O I O B O
35. 1 feel inadequate ............ e ceeeens e ® ® 0 o
36. Tamconmtent ....... ... ... L TR PRI ® @ @ O
37. Some unimportant thought runs through n;)' mind and bothers me e ® 0o 6
38. I wake disappointments so kccnlf that T can’t put them out of my

mind oL e e e ® ®
39. ama stcady person ... .. Ceennn e e @

. —_ . {
40. lgetinastate of tension or turmoil as [ think over my recent concerns

and interests L ..... ® ©® 0 6
(.'u/;)'rigllll 1968, 1977 by (.'[mr/r.( I).‘S/rirlbrrgrr.‘Rz'/m:(hu‘liuu aof this test ar any portion thereaof '
by (m:\' frrocess without weritten frermission of the Publisher is prohibited.



APPENDIX 4

CONSENT LETTER — ETHICAL PERMISSION 1



IDNo. Initials D.0.B. Date Schedule

Dear Patient
Quality of Care Study

We are trying to improve the quality of care for patients coming to the Radiotherapy
Department and would be very grateful if you could participate in this study.

q] particular we are looking at problems which patients may experience during radiotherapy,
including anxiety, and the different ways in which they cope with them.

To do this we have to ask a variety of questions which have been helpful in previous
studies - many of these may seem imitating or irelevant to you, and we apologise in advance!
With the benefit of your experience, we hope to be able to help other cancer patients.

The study involves a number of questionnaires, which we will be asking you to complete at
various stages during and after your treatment.

- before your treatment begins you will be given 5 short questionnaires.

. if you are returning for a course of treatment, you will be given 3-4 short
questionnaires, at your first main treatment session, at the mid-point of your course
of treatment and again at the last session

« one month after the end of your treatment we will either give or post to you further
short questionnaires, to see how you are getting on at home.

We also need to ask your permission to check details of your current treatment by looking at
your notes.

All responses are in strict confidence, individual information will not be disclosed and
completed questionnaires will not be retained in your case notes.

If you do not wish to take part in this study, of course your treatment will not be affected in
any way. . .

Thank you. )
Yours faithfully
Chris MacKenzie lise Feigel

......................................................................................................................................................

I agree to take part in the studies looking at different ways in which radiotherapy patients
cope with their reatment.

Machine




APPENDIX 5

LITERATURE ON
LYNDA JACKSON MACMILLAN CENTRE



APPENDIX 6

LIST 1 - DEMOGRAPHIC DETAILS



List 1

Sex Male Female
Marital Status Single Married
Divorced Co-habiting
Age
Social Class I Il Him
llin v \Y
Occupation Employed Retired
Unemployed Housewife
Other

Type & Site of Tumour

Treatment Palliative Radical
In Patient Out Patient

Any Special Immobilisation Devices Used "

Is the Treatment Simple Complex

Number of Treatments

Machine Used

Does the Patient use Hospital Transport Yes No



APPENDIX 7

RESEARCH QUESTIONNAIRE

Given to patients
At end of treatment and 4 weeks post treatment



SRR 1 l

1D No.

Initials D.0.8. Date

-

Research Questionnaire (tL + ANALYSIS

For each question, please circle either YES or NO
and, where appropriate, add comments

All information received in response to this questionnaire
will be treated in strict confidence

Do you feel you were given enougﬁ
information before your radiotherapy
treatment?

Do you feel you have been given too
much information?

Would you have felt more confident, if
you had made a visit to the Radiotherapy
department, before treatment to meet the
staff who would be looking after you and
see where you would be treated?

Did you‘ufeel you needed more support,
while undergoing radiotherapy?

Did you talk with the counsellor over the
treatment period?

Did you ever feel frightened during your
radiotherapy treatment

If YES, would you have liked to talk to
someone about this?

Did you experience any anxiety or fears
_about your illness at the weekends?

Did you experience any anxiety or fears
after your treatment ended?

Did the machine you were being treated
on ever breakdown?

Were you accompanied when you
attended the radiotherapy department for
treatment?

...........................................................

...........................................................

Are you still suffering from any
symptoms as a result of vyour
radiotherapy?

Do you have at least one relative or friend
in whom you can confide?

Schedute Machine



Do you have any financial worries.............. Yes............. No

If yes what facilities did you use?

Tused counselling........................cooenn Yes............ No
Tused relaxation......................o Yes............ No
Tusedyoga...............ccooii i Yes............ No
I'looked at books..................o, Yes............ No
T looked atthetapes.....................c.oee Yes............ No
Tused group therapy.....................oo ol Yes............ No
Was there a delay in your diagnosis?.............. Yes............ No
Have any of your family had cancer?............. Yes............ No

Is there anyway which your radiotherapy
treatment could have been made less stressful?.. Yes............ No

Ifyes,how?. . ... .

Other than your current illness have you suffered
a recent stressful event eg bereavment, divorce?  Yes............. No



APPENDIX 8

LETTER
Sent to patients at
4 weeks post treatment



Lynda Jackson Macmillan Centre for Cancer Support and Information

‘Mount Vernon and Mount Vernon Hospital
Watford Hospitals Rickmansworth [Load

NHS Trust Northwood
Middlesex HAG 21N

Telephone 0923 826111

direct line 0923 844177
lux 0923 844172

Dear

You may remember when we first talked to you about our study that we mentioned that
we would be sending you a final set of questionnaires one month after your radiotherapy
treatment finished. Please find them enclosed.

Please would you kindly make sure that ALL QUESTIONS on all the forms are
answered. A stamp addressed envelope us enclosed and we should be grateful if you
would retumn the completed questionnaires as soon as possible.

Thank you for your help and patience

Yours sincerely

0 b "W

Chris Mackenzie Ilse Feigel

t tor: Dx E Jan M
her
Direc QO b c dhe l\{-ﬂldLLl. JU('V rouny




APPENDIX 9

LETTER

Sent to patients for new ethical permission
+

leaflet on Lynda Jackson Macmillan Centre



MOUNT VERNON HOSPITAL
Radiotherapy Department

Dear

QUALITY OF PATIENT CARE

We would like to thank you very much for participating in our study. It has been
extremely helpful to get direct feedback from you. Your replies are enabling us to
improve our quality of care for patients attending our radiotherapy department. We are
particularly looking at problems which patients may experience during their cancer
treatment, including anxiety, and the different ways in which patients cope.

The response rate to the questionnaires has been so good that, with your permission,
we would like to send you a further short set of questionnaires every six months for
the next two years. Thereafter we would like to send them to you annually for another
three years bringing it to a total of five years altogether. The first one would be in
May 1994 and would comprise five short one page questionnaires. It would not be as
long and detailed as the last set which you so very kindly answered.

We also need to ask your permission to check details of your current treatment by
looking at your notes.

All responses are in strict confidence. Individual information will not be disclosed and
completed questionnaires will not be retained in your case notes.

If you do not wish to take part in this study, of course your treatment will not be
affected in any way.

Should you not wish to participate further would you please retumn this letter to us in
the stamp-addressed envelope provided.

Thank you very much for your help,

Christine Mackenzie Iise Feigel
I no longer wish to participate in the study

Patient NAME ..o oo



: 3So
Lynda Jackson - Macmillan Centre
for Cancer Support and Information

Ay T 2." '.
g s T .
e \ount Vernon Hospital
Rickmansworth Road, Northwood, Middlesex HAG 2RN

Telephone: 0923 §4fary Facsimile: 0923 835803
Direct facsimile: 0895 278172

Y ek EMD“HQ
Exanmplt] f\‘wﬁ Wf( CB A
Ol 6004102 '

Dear é([amwﬂ“> |

QUALITY OF PATIENT CARE

Thank you so much for agreeing to further participate in our
study. Enclosed are the questionnaires and we would be grateful

if you would complete them and return them in -the stamp- .
addressed envelope provided. ‘

Thank you very much for your help.

Yours sincerely

A B

Christine Mackenzie lise Feigel-

C —



APPENDIX 10

RESEARCH QUESTIONNAIRE 3
Sent to patients at
6 Months Post Treatment



RESEARCH QUESTIONNAIRE 3

For each question, please circle either YES or NO or other answer where
appropriate, and add comments

All information received in response to this questionnaire will be treated

strict

Do you still have any side-effects as a
result of your radiotherapy?................. YES

What did you feel about the length of
time between finishing your treatment
and seeing the consultant in the Out
Patients Clinic?

T et Was it too long to wait?
ettt et et e nen et er e e s etarasaeas OK
K SRR Too short

Would it have been helpful if someone
had telephoned you during this time to
check how you were getting on?

Did you feel the need to contact your
GP for advice concerning radiotherapy

treatment? .......cccceeiereeeeee e YES
.............................................................................. NO
If yes, was your GP able to answer your
QUETIES ... veerevereeresreeaeenteasrnesessesesessesesessensasnas YES
.............................................................................. NO
ComMMENt ..ottt

Did you feel you were given adequate
information when you left the
radiotherapy department?

How long did it take you to travel TO
the hospital from home ......ccccoo.ooooiiiinn.

confidence

Have you had any further

treatMENtS?... e YES
.............................................................................. NO
If Yes what?

SUMGETY ...ttt YES/NO
Radiotherapy......cc.ccoceevvvmreeccie e, YES/NO
Chemotherapy.....cccceceemverecenenceecnnnnns YES/NO
Hormonal/Tamoxifen.........c.ccceeeee.... YES/NO
Complementary.......cccceeeevcencrecenennnns YES/NO
Additional Medicine/s...................... YES/NO
WAL, eee et s aeeeeeen

...................................................................................

Did you feel a need to get more
information on your illness?

If yes where did you get your
information from?

Have you visited or telephoned the
Lynda Jackson Cancer Support Centre
since you received our last
questionNaIreS?.....cccccveeecvieceeeeeiee e YES

If yes, was the contact at the Lynda
Jackson Centre helpful?

e et e e Very
ettt e e Adequate
S Not at all helpful

Other than your cancer which has been
treated do you have any other
HNESS? .. YES



APPENDIX 11

LETTER
Sent to patients at
1 Year Post Treatment



{\/r' IDOQL VL#Qﬂ(Y‘/V\U\/K

Lynda Jackson Macmillan Centre for Cancer Supporﬁ and Information

Mount Vernon and : Mount Vernon Hospital
Watford Hospitals Rickmansworth Road
NHS Trust Northwaad

Middlesex HAG 2N
Tclephone 0923 826111

direct line 0923 844177
fax 0923 844172

Dear

Re: Quality of Care Study

Thank you very much for returning our last set of questionnaires in May. We were very
grateful. The information we are collecting from patients is being used by the hospital to
assess their quality of care. As a result of some of the information we have received some
changes have already been made.

We enclose herewith the next set of questionnaires for you to fill in.

Thank you very much for your help,

With best wishes,

TR N

————

Chris Mackenzie and lise Feigel

Director: Dr E Jane Maher Manager: Judy Young



APPENDIX 12

RESEARCH QUESTIONNAIRE 4
Sent to patients at
1 Year Post Treatment



ID No

Initials D.OB Date Schedule

RESEARCH QUESTIONNAIRE 4

For each question, please circle either YES or NO or other answer
Where appropriate, and add comments

All Information received in response to this questionnaire will be treated in
strict confidence

Do you have any side-effects from vyour
radiotherapy treatment in Autumn 1993? -— YES
NO

If YES, have they occurred since the Ilast

questionnaire YES
NO

Compared with one year ago, do you now feel
better?
no change
worse

Compared with 6 months ago, do you now feel

better?
no change
worse

Would it have been helpful if someone had
contacted you from the radiotherapy department
in the last 6 months?

YES
NO

Have you visited your GP about your cancer in
the last 6 months?

YES
NO

Since being diagnosed, have there been any
changes in your place of work?

YES

If YES, what?

Since May, have you felt a need to get further
information?

YES
NO

If YES, where did you get your information from?

Do you have any suggestions which could have

made life easier during and after your
radiotherapy treatment
YES
NO

If YES, what?

In the last year, do you feel you have had
enough emotional support?

YES

NO

Since being diagnosed, have there been any
changes in your income?

NO

If YES, from whom?

YES

NO
Since May, have vyou had any further
treatments?

YES

NO




APPENDIX 13

LETTER
Sent to patients at
18 Months Post Treatment



Lynda Jackson Macmillan Centre for Cancer Support and Information

Mount Vernon and Mount Vernon Hospital
Watford Hospitals fLickmansworth RRoad

Northwood
NHS Trust
Middlesex HAG 20N

Telephone 0923 826111

direct line 0923 844177
fax 0923 844172

May 19956

Dear

It is now 18 months since your radiotherapy treatment has finished. We
have been busy analysing your responses. Some patients felt that they
did not receive enough information when they left the radiotherapy
department concerning normal side effects or how to contact staff. We
have now produced a series of booklets. We are enclosing a copy of
the one which now will be given to patients when they leave the
department. We hope you will find it helpful. We would also be grateful

" if you could give us some advice on it. Does it answer any queries you
might have?. We have enclosed a sheet which we should be very
grateful if you could fill in for us.

This study is giving us so much information as to how patients feel
during and after their radiotherapy treatment. Thank you so much for
taking the time and trouble to fill in all these forms for us. To improve
our service to patients we must find out patients' needs so that we can
supply the best possible care.

With many thanks,
(o s
{ i

Chris Mackenzie

Director: Dr E Jane Maher Mauacer: Judv Youne



APPENDIX 14

RESEARCH QUESTIONNAIRE 5
Sent to patients at
18 Months Post Treatment



-

D No lnitials pDoB Date

Schedule

Research Questionnaire

For each question, please circle either YES or NO, or tick boxes, where
appropriate, and add comments

All information received in response to this questionnaire
will be treated in strict confidence

1 the last questionnaire, a number of
)atients said they would have liked to
iave spoken with a patient who had
Iready had radiotherapy ftreatment.
Vould this have helped you?

Vould you feel able to talk to someone,
vho was about to have radiotherapy?

*YES, how soon after your radiotherapy
reatment, do you feel you would be
villing to do so? :
.......................... eceeerenneeee 3 MONTHS
ettt ettt e s ... 6 MONTHS

Vhilst waiting for transport or treatment,
vould you have liked to have watched
elevision?

)o you have any other suggestions for
he waiting room?

...........................................................

Have you had to change your diet since
your diagnosis of cancer?

Looking back over your radiotherapy
treatment, what words best describe
your experience? Please tick ALL that

apply

ANXIOUS ..oeieeieeeriieeeee e, |
Efficient ... 1
Powerless.....ccocvivvieiiiiiiiniieenieen, [
Frightening ..c.ooveveeeeeeeeeeeeeeeeeneann. ||
Caring ............................................ O
Reassuring....cccccverevevennrnenenenneneenen.. O
ANGIY it O
FrendlY .o O
Distressing ......cuvvvveerirmeirenmenirennnnn. O
DepPressing....cceeeveeeeeeeereresnenenns O
Time-CoONSUMING .eneeeeeereeeerrereeeeenn, O
1SOIANG e eeeeereeeeee e e O
Sore/painful.........ccccciieieinnee, .
Other .. O

......................................

......................................

......................................




APPENDIX 15

: BOOKLET ON
‘COPING NOW THAT YOUR RADIOTHERAPY TREATMENT
HAS FINISHED’



APPENDIX 16

SHEET ON BOOKLET
Sent at
18 Months Post Treatment



-

{D No
SHEET ABOUT BOOKLET:

initials DOB

L)

Date

'Coping now that your Radiotherapy Treatment is finishing'

This is the latest leaflet in the series produced by the Lynda Jackson Macmillan Centre.
We responded to the needs of the patients who (elt they wanted some writlen information at

the end of a course of treatment.

We asked the advice and help of many people in order to produce this leaflet, and now we
would value your opinion, as you are one of the first in a group of people to receive it.
We hope that you will be willing to answer these questions and return them to us in the
stamped addressed envelope supplied. We would like to thank you very much for

cooperating with us.

Would you please let us have your comments, UCkmg the most suitable answer for you.

Please continue your comments on the back if you wish.

1 How easy was the leaflet to read?

2 How clear was the explanation?

3 Did it tell you what you needed to know?
4 How helpful is this kind of information ?

veryeasy ........
quiteeasy .......
noteasyatall .....

veryclear ........
quiteclear . .......
notclearatall .....

everything .......
most things ......
nothing useful . . ...

very helpful . ... ..
quite helpful ... ...
not helpful atall . . ..

LI L]

LI

If ‘you didn’t find it helpful or useful, would you be able to tell us why ?

Can you tell us of any questions you had which were not answered by the

leaflet?

and just out of interest, have you ever visited the Lynda Jackson Macmillan

Centre?

yes ... ...
no ...,

never heard of it . . ..

if you visited the centre,would you please tell us how you heard of it

and if 50, did you find it helpful -yes ...,

Schedule-



APPENDIX 17

LETTER TO PATIENTS
Sent at
2 Years Post Treatment



Lynda Jackson Macmillan Centre for Cancer Support and Information

Mount Vernon and Mount Vernon Hospital
Watford Hospitals Rickmansworth Road

NHS Trust Northwood
Middlesex HAG 21N
Telephone 01923 826111
direct line 01923 844177
fax 01923 844172

Dear

My sincere apologies for inflicting these forms on you at Christmas. { know it is the
last thing that you will want to do. | have, however, reduced the forms to a bare
minimum. | should be extremely grateful if you would return them to me in the
stamp-addressed envelope.

The data which we have collected so far has been very helpful in all sorts of ways.
The staff at Mount Vernon have become much more aware of patient's needs both
physically and psychologically. Anyone who has returned to the Radiotherapy
Department will have noticed that it is less crowded and we hope more efficient.
Your comments and questionnaires have helped us to realise, from a patients point
of view, what it feels like to have radiotherapy treatment. We have to thank you for
making this possible.

With best wishes for a very happy Christmas and New Year,

Christine Mackenzie

Director: Dr E Jane Maher Manarger: Judv Youne



APPENDIX 18

RESEARCH QUESTIONNAIRE 6
Sent at Patients
2 Years Post Treatment



ID No

(nitials DOB Date Schedule

Research Questionnaire

For each question, please circle either YES or No, or tick boxes, where appropriate,
and add comments

All information received in response to this questionnaire
will be treated in strict confidence

Do you still have any problems related to your
radiotherapy?

------------------------------------------------------------------------
........................................................................

........................................................................

Have you had any further problems related to
your cancer, if so what?

........................................................................

........................................................................

Do you think this is due to your radiotherapy?

................................................................. YES
................................................................... NO
Compared with May 1995
Do you feel
Better .., (|
WVOTSE <.voeeeeeeeeenseeeseeseeseseseeseeseeseeseseseassases ]
N\ [T 04 F= T4 To [ g

Looking back over your treatment, has your
experience had a positive effect?

Has your life changed since your freatment?

..........................................................................

..........................................................................

at all?

..........................................................................

..........................................................................

Please tick the words, that best describe how
you feel now:

HaPPY oot s s s e s rreeee e O
Uncertain ......cccoccivivnnniiiniiniccccrnreree e, a
Thankful.......cccceeiiiiiincrnnrerereree s L1
Fearful ... rrcee e eceeeees O
Content . ..o O
Depressed ....oiiiiiiiiiiiiiiiiereereeneeneerecereeeeen U
Careful ... ..o 0
ANXIOUS c.covviiiiiiiiiniierenesnerenseeeeeeennsnaesanens a
LiStleSS et |
L0 1 PR O

Have you, since the last questionaire, received

“any new complementary medicine, including

counselling?

........................................................................
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LETTER TO PATIENTS
Sent at
3 Years Post Treatment



Lynda Jackson Macuillan Centre for Cancer Support and Information

Mount Vernon and Mouut Vernon Hospital
\'(/'\(ford I‘lOS[)i(?\h Rickmansworth Load

« rpa Northwood
NHS Trust
N Middlesex TTAG 21UN

Telephoue 01923 82611
ircet tine 0192 R44177
fax . 01923 R441T12

Nov. 1996

Dear

Once more the Christmas season is here and | am inflicting my now yearly
questionnaires on you again. | am sure its the last thing you want to do ,
however | should be very grateful if you would return them to me in the
stamp-addressed envelope.

The data we have collected is continuing to guide us in your needs. We are
hoping that our results will have an impact on the care of cancer patients
nationally. Thank you for making this possible.

With best wishes for Christmas and the New Year,

.Christine Mackenzie
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RESEARCH QUESTIONNAIRE 7
Sent at Patients
3 Years Post Treatment



ID No

|

{nitials 008 Date Schedule

Research Questionnaire

For each question, please circle either YES or No, or tick boxes, where appropriate, and add comments

All information received in response to this questionnaire will be treated in strict confidence

Do you still have any of problems related to your

radiotherapy that you mentioned before?

YES
NO

If YES, please write down what the problem is.

Have you had any new problems that you think
are due to radiotherapy?

YES
NO

If YES, please write down what the problem is

Have you had any new problerﬁs that you think
are related to your cancer?

YES
NO
If so, what?
Do you feel tired?
YES
NO

Compared with November 1995, do you feel
Better?
Worse?

No Change?

How are you sleeping?

No problem

Trouble going to sleep

Awake early
Other

How is your appetite?
Good
Bad

Normal

ol 0ogd oodd

Have you

d
d
M

Lost weight?

Gained weight?

Remained the same?

Have you tried any new complementary
medicines in the last year?
YES
NO

Do you need to seek any information about your
cancer now?

YES
NO

If so what

Do you belong to a Cancer Patient Support
Group?

YES
NO

Have you had any further radiotherapy treatment
since September 19937

YES
NO

 If YES, did you find the experience any different?

YES
NO

If YES, how?

Has anything sad/happy happened to you in the
last year?

YES
NO

If so what
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LETTER TO PATIENTS
Sent at
| ‘4 Years Post Treatment



Lynda Jackson Macmillan Centre for Cancer Support and Information

p Mount Vernon and Mount Vernon Hospital
Watford Hospitals Rickmansworth Road

NHS Trust Northwood
Middlesex HAG 2N
Telephone 01923 826111

direct line 01923 844177
fax 01923 844172

16/1/98

Dear

| must first apologise for the delay in getting you're annual form-filling package from
me. | have moved both my office and my home and | became a little over-whelmed!
| thought you would not mind getting all my forms after Christmas, when you have
more time to fill them in.

[ do hope that 1997 was a-good year and that you had a wonderful Christmas and
New Year.

We are continuing to use your comments in a variety of ways. By studying patients
feelings overtime we are beginning to understand more fully what the long-term
needs for patients are and how we can cater for these needs.

From your response to an earlier questionnaire, many patients would have liked
more support when their radiotherapy treatment ended. However patients do not
want to return to the department after weeks of treatment. A study is now taking
place which links patients up via touch-tone telephone. This enables them to
discuss problems should they arise and to call on the help of professionals if
needed. This would give a support group but with professionals available should
any problem occur. We are currently evaluating this idea. We have therefore
included a question related to this on the current research questionnaire.

As it is now over 4 years since we started this project, we have this year enclosed a
different questionnaire along with the old familiar ones.

Thank you so much for taking the time .to fill in these endless forms. Next year will
be the last. | really have appreciated all the efforts you have made, your comments
have been invaluable.

With very best wishes for 1998

Yours sincerely

Christine Mackenzie

Director: Dr E Jane Maher Manager: Judy Young
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RESEARCH QUESTIONNAIRE 8
Sent at Patients
4 Years Post Treatment
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{D No {nitials DoB Date Schedule

Research Questionnaire
For each question, please circle either YES or No, or tick boxes, where appropriate, and add comments

All information received in response to this questionnaire will be treated in strict confidence

Do you still have any of the problems related to Have you tried any complementary medicines in
your radiotherapy that you mentioned before? the last year e.g. aromatherapy, acupuncture,
YES counselling?
NO : YES
NO

If YES, please write down what the problem is.
If so, what?

Since your cancer, have your relationships with

Have you had any new problems in 1997 that friends:

you think are due to radiotherapy?

remained the same? a
YES .
NO got more superficial? a
If YES, please write down what the problem is got closer? 0
Other? a
Has your circle of friends
Have you had any new problems in 1997 that . :
you think are related to your cancer? increased? 0
YES decreased? a
NO changed? w]
If so, what? other? a
please specify
Have ybu had any further treatment
since September 19937 ' We are currently undertaking a study to evaluate a’
YES " telephone support system. Six patients will talk
NO tagether for approximately an hour each week for
four weeks. This is done in the privacy of their
If so, what? : own home via a telephone link. Two professionals
Radiotherapy ---—- a will also be linked in to offer support, if necessary.

All these telephone calls are being paid for. Some
patients will have just completed radiotherapy
Hormone Therapy S gy | treatment and will be waiting for their first follow-
up appointment. Others will have finished some
time ago. Each group is either male or female and
patients can be of any age. Would you be
interested in participating in such a group?

YES
YES NO
NO

Compared with November 1996, do you feel

Chemotherapy a

Other medicines e.g. anti-depressants --Q -
If so, what?

Do you feel tired?

If YES, we would like to contact you by letter when
a suitable vacancy occurs in a new group and
Befter? a give you a more detailed explanation.

Worse? (]

No Change? Q
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LETTER TO PATIENTS
Sent at
5 Years Post Treatment




Lynda Jackson Macmillan Centre for Cancer Support and Information

Mount Vernon and Mount Vernon Hospital
Watford Hospitals Rickmansworth Road

NHS Trust Northwood
Middlesex HA6 2RN
Telephone 01923 826111
direct line 01923 844177
fax 01923 844172

26/1/99

Dear

Firstly I must apologise for the lateness with this questionnaire. Last year I was moving
house and office, this year I have been in hospital. I had an operation to remove a tumour
from my foot and this limited my mobility. However I am now getting back to normal.

You will be pleased to note that this is the last set of questionnaires from me. This study
has now been in operation for five and a half years. This time I have included all the
questionnaires which you had at the very beginning when you first attended the
radiotherapy department.

In the Research Questionnaire I have also asked if you would like to receive a condensed
write-up of the study . Please feel free to add any comments, nice or not on this
questionnaire. We would like to know if you particularly disliked/liked any of the
questionnaires which you have filled in and if so which ones. Our aim has been to get
feedback from you so that we can help future patients during this difficult time.

We cannot thank you enough for all the form-filling which you have done for us over the
past five years. I will certainly miss my annual contact with you. All that remains is to
thank you most warmly and wish you good health this year and in the years to come.

- With best wishes

)

Chris ‘i;;Iackenzie

Director: Dr E Jane Maher Manacer: Judv Youae
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RESEARCH QUESTIONNAIRE 9
Sent at Patients
5 Years Post Treatment
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ID No

{nitials DOB Date Schedute

Research Questionnaire

Forcach question, please circle either YES or No, or tick boxes, where appropriate, and add comments

All information received in response to this questionnaire will be treated in strict confidence

Do you still have any of the problems related to

your radiotherapy that you mentioned before?

YES
NO
.CAN'T REMEMBER

If YES, please write down what the problem is.

Have you had any new problems in 1998 that

you think are due to radiotherapy?

YES
NO
NOT SURE

If YES, please write down what the problem is

Have you had any new problems in 1998 that
you think are related to your cancer?

YES
NO
DON'T KNOW

If so, what?

LLooking back over the last § years do you feel
that you could have received more help for
any of the problems you have experienced?

cereiee YES
veeeere...NOT APPLICABLE
If Yes, can you suggest what could have
been done.
Do you feel tired?
YES
NO

R b o L LA A A S O AR LA PSP S TAT TA TAN R AP T SO WA Db LA 10

Compared with November 1997, do you feel
Better?
Worse?

No Change? 1

Have you tried any complementary
medicines in the last year e.g.
aromatherapy, acupuncture, reflexology?

YES
NO

If so, what?

In the last year have you changed your diet,
started an exercise program, joined a support
group or similar which could be labelled self-help?

YES
NO

If Yes, what?.

Looking back over the last 5 years can you tell us
what you found were the three most difficult
experiences for you in order, starting with the
worst, then the next worse etc?

- E.g. Getting the diagnosis, surgery, radiotherapy,

chemotherapy, hormone therapy, waiting for test
results, some other experience

18(

2nd

3rd
Please turn to next page
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Research Questionnaire continued

' .
“or«=ach question, please circle either YES or No, or tick boxes, where appropriate, and add comments

All information received in response to this questionnaire will be treated in strict confidence

Looking back over the past five years can
you tell us the worst three times for your
family/close friends, in order, starting with
the worse, then the next worse etc?

Getting the diagnosis, surgery, radiotherapy,
chemotherapy, hormone therapy, waiting for
test results, or some other experience like
waiting between surgery and radiotherapy, or
after radiotherapy etc.

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

Would you like to be sent a summary of
our report of this study?

Would you be interested to meet others who
took part in this study?

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

Now that the study is finishing, will you tell us
how you felt about taking part — please tick
any that apply.

| found it helpful to be participating in something
that would help other patients..............

[ found it unhelpful because it reminded me of my

CANCET . eurenrneneeerancansmncnrenasacssennnsanasnasnssenns U]
It helped me come to terms with my illness..... 0]
It gave me confidence to talk to my doctor... O]
It made me realise my reactions were normal UJ
It made me worry in case | experienced any of

these problems or feelings............ ........ (]

Do you have any comments you would like to
make?

-------------------------------------------------------
------------------------------------------------------------------
P RN RN R N T R R R R R R TR
------------------------------------------------------------------
..................................................................
..................................................................
..................................................................

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

Thank you for all your
responses and help during the
course of this study.
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Index Card
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ID NO :

INITIALS

HOSPITAL NO :

DATE OF BIRTH :

GENDER : MALE(M) OR FEMALE(F)
MARITAL STATUS :

SOCIAL CLASS :

OCCUPATION :

RADICAL(R) OR PALLIATIVE(P)
PRIMARY SITE :

STAGE :

TREATMENT AREA :

NO. OF FRACTIONS :

TREATED FROM : TO :
SF(1) or SMF(2) or LMF(3)

. SECONDARIES :

RELAPSE STATUS : DATE :
ALIVE(A) OR DEAD(D): DATE :
OTHER TREATMENTS :
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Complementary Medicine Questionnaire
Devised by Ilse Feigel




COMPLEMENTARY THERAPIES QUESTIONNAIRE
Have you tried any complementary therapies since you last filled in a set
of questionnaires for this sStUdY? ., YES/NO
IF NO, you do not need to proceed further. IF YES, what did you try? Please

list therapies tried, and rate their effectiveness.
VERY QUITE A LITTLE  NOT AT ALL

HELPFUL ~ HELPFUL  HELPFUL  HELPFUL

1. ACUPRESSURE......cucnu... 1 2 3 4
2.  ACUPUNCTURE.....conuummnn... 1 2 3 4
3. ALEXANDER TECHNIQUE..... 1 2 3 4
4. AROMATHERAPY............. 1 2 3 4
5. ART THERAPY.....oueucn.... 1 2 3 4
6. AUTOGENIC THERAPY.......... 1 2 3 4
7. BEHAVIOURAL THERAPY.... 1 2 3 4
8. BIOFEEDBACK...cccoureereme. 1 2 3 4
9. BREATHING TECHNIQUES... 1 2 3 4
10. CHIROPRACTIC.....cu........ 1 2 3 4
11. COLONIC IRRIGATION.... 1 2 3 4
12. COLOUR THERAPY.......... 1 2 3 4
13. COUNSELLING..ceecerrueennn. 1 2 3 4
14. CRANIAL OSTEOPATHY... 1 2 3 4
15. DRAMATHERAPY................. 1 2 3 4
16. FLOATATION THERAPY...... 1 2 3 4
17. HEALING.cueecerereereceeeceeeann. 1 2 3 4
18. HERBALISM.....vuveemreneeenennes 1 2 3 4
19. HOLISTIC TREATMENTS...... 1 2 3 4
20. HOMOEOPATHY.....coomueeumn.... 1 2 3 4
21. IRIDOLOGY.euceucermmcercmrereenns 1 2 3 4
22. MASSAGE......co....... A 1 2 3 4
23. MEDITATION. ... cererereeenn. 1 2 3 4
24. MOVEMENT/EXERCISE

THERAPY caueeecereeeeeeeeenenns 1 2 3 4
25. MUSIC THERAPY................ 1 2 3 4
26. NATUROPATHY....coonu....... 1 2 3 4
27. NUTRITIONAL MEDICINE... 1 2 3 4
28. OSTEOPATHY..oooureoeermnnnn.. 1 2 3 4
29. PSYCHOTHERAPY................ 1 2 3 4
30. REFLEXOLOGY..eiomeereon... 1 2 3 4
31. REFLEXZONE THERAPY....... 1 2 3 4
32. RELAXATION...eoeuoeorenn..... 1 2 3 4
33. SHIATZU..coueoeeeeeeeeereernenn.. 1 2 3 4
34. TAI-CHI-CH'UAN................ 1 2 3 4
35. VISUALISATION................. 1 2 3 4
36. VITAMIN THERAPY............. 1 2 3 4
37. YOGA eoeoeoeeeeeeereereesrnnnn. 1 2 3 4
38. CANCER SUPPORT GROUP.. 1 2 3 4
39. TELEPHONE SUPPORT/INFO 1 2 3 4
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APPENDIX 28
Table2: Demographic and Medical Characteristics at 1%
Treatment




Table 2: Showing Demographic And Medical Characteristics

at 1 Treatment

DEMOGRAPHIC Nos % MEDICAL Nos %
Gender Sites
Female 147 57.0 Breast* 101 39.0
Male 110 43.0  Lung 39 14.0
Prostate 25 9.0
Social Class Skin** 24 9.0
Other*** 15 7.0
Class A 13 5.0 Gastro-int 13 5.0
Class B 39 15.0  Bladder 12 5.0
Class C1 79 30.0  Head & Neck 10 4.0
Class C2 68 26.0 Gynae 10 4.0
Class D 48 190 NHL 5 1.0
Unclassified 10 5.0 Unknown 3 1.0
Marital Status Treafment Intent
Married 174 68.0  Radical 166 65.0
Widowed 45 17.0  Palliative 91 35.0
Divorced 18 7.0 Ages
Single 16 6.4 18-25 3 1.0
Separated 6 2.1 26-50 44 17.0
Unknown 1 10 5065 83 32.0
Partner 4 1.5 65+ 127 50.0

*  Includes one male breast patient

**  Includes only superficial tumours, melanoma is included in 'others'.
*** Includes glioblastoma, sarcoma, mesothelioma, Hodgkin’s Disease, melanoma
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Table3: Demographic and Medical Characteristics at Mid-
Treatment




Table 3: Showing Demographic And Medical Characteristics at Mid-Treatment

DEMOGRAPHIC Nos %o MEDICAL Nos %o
Gender Sites
Female 115 68.0 Breast* 87 51.0
Male 53 32.0 Lung 8 5.0
Prostate 12 5.0
Social Class Skin** 8 5.0
Other*** 10 6.0
Class A 8 5.0 Gastro-int 10 6.0
Class B 28 16.0 Bladder 7 5.0
Class C1 54 32.0 Head & Neck 9 5.0
Class C2 35 21.0 Gynae 9 4.0
ClassD 36 22.0 NHL 5 3.0
Unclassified 7 4.0 Unknown 3 3.0
Marital Status Treatment Intent
Married 112 66.0 Radical 145 86.0
Widowed 23 14.0 Palliative 23 14.0
Divorced 1 1 6.0 Ages
Single 14 8.0 18-25 3 2.0
Separated 4 3.0 26-50 36 21.0
Unknown 0 0.0 50-65 60 350
Partner 4 3.0 65+ 69 42.0

* Includes one male breast patient
**  Includes only superficial tumours, melanoma is included in ‘others’.
*¥* Includes glioblastoma, sarcoma, mesothelioma, Hodgkin’s Disease, melanoma
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Table4: Demographic and Medical Characteristics at End
of-Treatment




Table 4: Showing Demographic And Medical Characteristics

at End of Treatment

DEMOGRAPHIC Nos %o MEDICAL Nos %
Gender Sites
Female 131 61.0 Breast* 89 41.0
Male 84 39.0 Lung 25 12.0
Prostate 18 8.0
Social Class Skin** 8 5.0
Other*** 12 6.0
Class A 10 4.0 Gastro-int 12 6.0
Class B 34 15.0 Bladder 8 4.0
Class C1 67 31.0 Head & Neck 10 5.0
Class C2 55 26.0 Gynae 10 5.0
Class D 41 20.0 NHL 5 2.0
Unclassified 8 4.0 Unknown 4 2.0
Marital Status Treatment Intent
Married 143 66.0 Radical 160 74.0
Widowed 33 15.0 Palliative 55 26.0
Divorced 15 7.0 Ages
Single 14 7.0 18-25 3 1.0
Separated 6 3.0 26-50 39 18.0
Unknown 0 0.0 50-65 72 34.0
Partner 4 2.0 65+ 101 47.0
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Table 5: Showing Demographic And Medical Characteristics at 4 Weeks Post

Treatment

DEMOGRAPHIC Nos %o MEDICAL Nos %

Gender Sites
Female 134 61.0 Breast* 92 42.0
Male 84 39.0 Lung 26 12.0
Prostate 21 9.0
Social Class Skin** 20 9.0
Other*** 10 5.0
Class A 11 5.0 Gastro-int 12 6.0
Class B 32 15.0 Bladder 8 4.0
Class C1 67 32.0 Head & Neck 10 5.0
Class C2 58 28.0 Gynae 10 5.0
Class D 41 20.0 NHL 5 2.0
Unclassified 0 0.0 Unknown 5 2.0

Marital Status Treatment Intent

Married 147 68.0 Radical 155 72.0
Widowed 33 15.0 Palliative 63 28.0

Divorced 14 6.0 Ages
Single 13 6.0 18-25 2 1.0
Separated 6 3.0 26-50 35 18.0
Unknown 0 0.0. 50-65 72 34.0
Partner 4 2.0 65+ 108 47.0

* Includes one male breast patient

** Includes only superficial tumours, melanoma is included in 'others',

*** Includes glioblastoma, sarcoma, mesothelioma, Hodgkin’s Disease, melanoma
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Analysis of Research Questionnaire at the end of treatment

The questionnaire was divided into four different sections; information and
control, social support, psychological well being, and physical well-being. A total
number of two hundred and fifteen patients (80%) completed the requisite number of
questionnaires.

The research questionnaire at the end of treatment consisted of twenty eight

questions, (See Appendix 7)
Information and Control

Question 1, Do you feel you were given enough information before your
radiotherapy treatment?

All ﬁatients are sent a booklet before they attend the department. Is this
information adequate? Nineteen patients (9%) only felt it was not sufficient. This
cohort consisted of twelve women and seven men, ten radical patients and 9 palliative
and 95% from social classes C and D. These patients were being treated primarily for
bladder (33%); unknown; (25%); prostate (20%); gastro-intestinal patients (20%).

Information eases anxiety, Ridgeways & Mathews, 1992)!, further analysis
was carried out to see if the patients who had enough information were less anxious.
Although there was a difference in the means, the ‘enough’ information group having
a mean of 5.21 as opposed to 5.89. This difference was not significant. Eight patients
(44%) of the cohort exhibiting high anxiety came into the group of ‘not enough
information’ and one (5%) of those patients scoring 11 and over on the HAD Scale.
Question 2, Do you feel you have been given too much information?

Only four (2%) patients replied in the affirmative, two palliative men patients
and two women radical women patients. Those who thought they had been given too
much information were significantly more depressed, p=0.017.

Question 18 — Did you go to the Lynda Jackson Macmillan Centre?
At the end of treatment 18% (39) patients had visited the centre, thirty women

and nine men. Patients, who came on transport, spoke of their disappointment at not



being able to go to the centre as they were worried about missing their transport home
and having to wait hours, or having to keep others waiting.

The other set of six questions all relate to the above question and were only
answered by those who had visited the centre.
Question 19 - I used counselling ....Yes/No

A total of seventeen patients used the counselling facility, fourteen women and
three men.
Question 20 — I used relaxation ...Yes/No

Seven patients said they had used relaxation, six women and one man.
Question 21 — I used Yoga...Yes/No

Three patients used yoga, one woman and two men.
Question 22 — I looked at the books...Yes/No

There is a large display of pamphlets giving information on a wide range of
topics in the reception area of the Lynda Jackson Centre. There is also a large
collection of books which patients can browse through to gain information on specific
cancers and treatments. The number of patients who looked at the books was twenty
seven, twenty-one women and six men.
Question 23 — I looked at the tapes...Yes/No

The Lynda Jackson Centre is equipped with a number of specialist tapes.
Videos from recent TV programmes are available for patients to view together with
other relevant material. The number of patients that used this facility was eight.
Question 24 — I used group therapy...Yes/No

Group therapy only started at the end of this study therefore numbers are low,

two in all.
Social Support

Question 4 — Did you feel you needed more support while undergoing
radiotherapy?

Only fourteen patients (6%) felt they needed more support while being treated
with radiotherapy. Fifty percent of patients suffering from Non-Hodgkin’s

lymphoma and Unknown primary, felt in need of more support during treatment.



Dividing the patients into groups, the palliative women patients (18%) were the most
in need and those women in the age group 26-50 particularly if they were single or
separated.

Those patients who responded in the affirmative to this question were
significantly more depressed (p=0.003) and more distressed (p=0.01) if they had
dependants.

Question 5 — Did you talk with the counsellor over the treatment period?

A total of 26% of patients said they had talked to a counsellor. A quarter of
radical patients and 27% of palliative responded in the affirmative and 23% of women
and 30% of men. There was only a very weak correlation between talking with the
counsellor and needing more support (r=0.103). There were no significant differences
in psychological distress in those patients who had talked with the counsellor and
those who had not.

Question 11 — Were you accompanied when you attended the radiotherapy
department for treatment?

Approximately half (51%) of the patients were accompanied. The palliative
patients received more support (61%) than the radical cohort (50%). No significant
differences in anxiety or depression were found whether patients were accompanied
or not.

Question 16 — Do you have at least one relative or friend in whom you can confide?

A total of 97% said they had a ‘confidante’. From the six people who felt they
had no ‘confidante’, five were men and one, a palliative women patient. The mean
for the group without a ‘confidante’ was higher in both anxiety and depression.

The group with a ‘confidante’ had a mean of 5.22 and the group without, 7 for

anxiety. With depression, the group mean with a ‘confidante’ was 4.10 and without
5.50.

Psychological Well-Being

Question 3 — Would you have felt more confident if you had made a visit to the
Radiotherapy Department before treatment to meet the staff that would be looking

after you and to see where you would be treated?



Over a quarter of the patients would have liked to make a prior visit to the
department Of the total of two hundred and nine patients who answered this question,
six patients had already visited the department. This was evenly divided between
radical and palliative patients, 26% radical and 28% palliative. More than twice as
many women wanted a visit compared with the men, 34% and 14% respectively. The
biggest cohort was the palliative women patients (43%).

Question 6 — Did you ever feel frightened during your radiotherapy treatment?

A total of 20% (43) of the patients said they felt frightened, 27% women and
8% men. Patients who were being treated for tumours of ‘Unknown’ primary and
Non Hodgkin’s Lymphoma were especially susceptible. The patients who felt
frightened had significantly higher anxiety rates than those who did not (p<0.007
HADS, p<0.011 STAI State).

Question 7 — If yes, would you have like to talk to someone about this?

Only those who responded that they had felt frightened replied to this question
and over half (58%) said they would have liked to speak with someone about the
problem. One patient wrote that she

“had a giddy spell on the couch but that the staff had helped her overcome

her fear of being left alone”
Question 8 — Did you experience any anxiety or fear about your illness at the
weekends?

Patients did experience fear at the weekend. Altogether 26% (56) replied in
the affirmative. This was fairly evenly distributed between the women (28%) and
men (24%). The palliative patients were the most anxious with 38% replying in the
affirmative, especially the female palliative women (45%). All the patients who had
“Unknown’ origin cancer experienced this fear. A significant difference was found in
anxiety and depression, with those patients experiencing fears at the weekend being
the highest group (Anxiety HADS p<0.001, anxiety STAI State p<0.001, depression
p<0.001)

Question 9 — Did you experience any anxiety or fears after your treatment ended?

This question was to be answered only by patients when they received the

same questionnaire four weeks later.




Question 10 — Did the machine, you were being treated on, ever break down?

Having a machine breakdown during treatment is a frightening experience for
patients. The number who responded in the affirmative to this question is high at
32%. It was distributed between men and women, 34% and 27% respectively.
Further analysis revealed no significant results.

Question 13 — Do you have any dependants?

Having dependants could alter anxiety levels. An overall total of 68% had
dependants. This consisted of 60% of the women and 84% of the men, 66% of the
radicals and 78% of the palliative patients. Further analysis using GLM showed that
palliative patients were significantly more distressed if they had dependants
(depression p<0.003 and more distressed p=0.01).

Question 17 — Do you have any money worries?

Financial problems could be a cause of high anxiety. Only 17% (36) of
patients felt they had financial worries. No significant effects were found with
money, or without it in relationship to anxiety or depression.

Question 25 — Was there a delay in your diagnosis?

A total of 17% (38) had a delay in diagnosis. In particular, half of the cancer

of the bladder patients experienced this delay. Further analysis on anxiety and

depression revealed no significant results.
Physical Well-Being

Question 12 — Do you now feel better, no change, worse?

By the end of treatment 35% (75) felt better, 46% (99) ‘no change’, and 12%
(25) felt worse. Dividing into patient groups, 42% of the palliative patients felt better,
50% ‘no change’ and 8% worse. All the palliative patients who were ‘worse’ were in
the age group 50-65+. 50% of the male palliative group felt better. The radical
cohort, 36% felt better, 50% ‘no change’ and 14% worse. With regard to site of the
cancer, 75% of those patients with Non Hodgkin’s Lymphoma felt worse. Further

analysis revealed a significant difference in depression for patients who felt worse,
(p=0.031)



Question 14 — Are you taking any medicines?

Over 70% was taking medicines, which range from tamoxifen to aspirin. Four
of the patients were on anxiolytics and three on anti-depressants.

Question 15 — Are you still suffering from any symptoms as a result of your
radiotherapy treatment?

At the time of the end questionnaire, 60% of the patients had symptoms from
their radiotherapy treatment. The radical patients were suffering more than the
palliatives — with 64% and 47% respectively having symptoms. The radical women
were the largest cohort with 67%. Only patients suffering from skin cancer were
except.

There appeared to be a difference in anxiety in patients who had side-effects
from treatment (Mean 5.527) and those who did not (Mean 4.894) but this difference
was not significant (p=0.255). Similarly, with depression those patients who had
symptoms from their treatment had a higher mean (Mean 4.433) than those who did
not (Mean 3.705), but this difference was not significant (p=0.146). A negative
correlation was found between those patients who felt worse and those suffering from
any symptoms as a result of their treatment (r=-0.78)

Question 26 — Has any of your family had cancer?
To be told one has cancer is frightening — it has even been referred to as the
“standardized nightmare of our society” Rosser & Maguire, 1982>

If one has already had a friend or relative with cancer, anxiety could be further
heightened.

A total of 58% replied in the affirmative. Further analysis with anxiety and
depression was not significant. -
Question 27 — Is there anyway in which your radiotherapy treatment could have
been made less stressful?

At the end of treatment, 57% responded in the affirmative. A space was left
so that patients could add comments and 22% took the opportunity. These responses
were subdivided. Positive responses accounted for 35% and comments ranged from

“No, everyone caring and friendly” and “I think the radiotherapy staff are
wonderful. They show so much care, concern and comfort” to

“Very satisfied”



Secondly, waiting time was mentioned by 25% of the patients. Their critical
remarks ranged from
“Only by less waiting for appointment (know this is difficult)”, to
“Better appointment system”
Thirdly, travel was cited by 17% as being very stressful. Comments ranged
from
“If only it had been carried out at my local hospital”, and
“Travelling was the most stressful part of the treatment”
Fourthly, information, 14% of patients wanted more information. Remarks such
as
“A little more preparation and medical help with the excessive diarrhoea I
suffered”, and
“The number of treatments wasn’t clearly specified”.
Question 28 — Other than your current illness, have you suffered a recent stressful
event, e.g. bereavement, divorce?
A total of 26% had suffered a recent stressful event. Analysis was carried out to

see if anxiety or depression were related to the stressful event. No significant effects

were found.



APPENDIX 33
Analysis of Research Questionnaire at 4 Weeks Post
Treatment




Analysis of Research Questionnaire

The questionnaire (See Appendix 7) sent out to patients four weeks after their
treatment finished was the same as the questionnaire given to patients at the end of
treatment and was divided into the same sections. Questions pertained to information
and control, to social support, to psychological well-being and to physical well-being.
A total number of two hundred and eighteen patients responded to this questionnaire.
The patient cohort was different to those responding to the end of treatment

questionnaire as it contained the single fraction patients.
Information and control

Question 1, Do you feel you were given enough information before your
radiotherapy treatment?

Patients had all received a booklet giving them information. In this question,
.one hundred and seventy three (80%) patients felt they were given enough
information. A significant difference was found on the STAI State anxiety scale,
p=0.048. Those patients who responded ‘No’ were significantly more anxious and
depressed p=0.025. '

Question 2, Do you feel you have been given too much information?

Only two patients from a sample size of two hundred and eighteen thought
they had been given too much information. This cohort consisted of one radical
female and one palliative man. No significant differences were found.

Question 18 — Did you go to the Lynda Jackson Macmillan Centre?

Four weeks post treatment forty one (19%) patients said they had visited the
centre. This cohort consisted of only four (2%) palliative patients. A total of thirty
two (24%) women and nine (10%) men had visited. It was only from patient
feedback that it was realized that patients’ friends and relatives were using the centre
while the patients were being treated. This was therefore not included in the

questionnaire.

A set of six questions all relating to the above question were only answered by

those who had visited the centre.



Question 19, I used counselling ..... Yes/No

A total of seventeen used the counselling facility. This number consisted of
fourteen female radical patients, and two male radical patients, one palliative female.
Question 20, I used relaxation.....Yes/No

A total of forty two responded to this question. Five replied in the affirmative, four

radical and one palliative patient.
Question 21 — I used Yoga....Yes/No

One radical male patient had used yoga.
Question 22 — I looked at the books....Yes/No

A total of fifty eight responded, of which 47% (27) replied in the affirmative.
This cohort consisted of only radical patients, eighteen women and nine men.
Question 23 — I looked at the tapes....Yes/No

There is a large number of tapes on cancer and various treatments in the Lynda
Jackson Centre. The number of patients who used this facility was six, four radical
and two palliative women.
Question 24 — I used group therapy....Yes/No

Only one radical woman patients responded ‘Yes’.
Social Support

Question 4 — Did you feel you needed more support while undergoing
radiotherapy?

Foﬁr weeks past treatment, twenty six (12%) patients felt they needed more
support. This cohort consisted of twelve radical females, seven palliative females,
three radical males and four palliative male patients. The sites involved were breast
(12%), ‘unknown’ origin (33%) and NHL (40%) and lung (23%). Those patients who
felt they needed more support had higher anxiety and depression and this difference
was significant (anxiety p<0.001, depression < 0.001.

Question S — Did you talk with the counsellor over the treatment period?
A total of forty six (21%) patients had spoken with the counsellor. They
consisted of twenty one radical and three palliative women and thirteen radical and

nine palliative men. People might have construed that this question related




specifically to the counsellor at the Centre. Therefore it should have read ‘Did you
talk with a counsellor during the treatment period? There were no significant
differences in psychological distress in those patients who had talked with the
counsellor and those who had not.

Question 11 — Were you accompanied when you attended the radiotherapy
department for treatment?

Over half of the patients were accompanied. The palliative patients (61%)
received more support than the radical patients (50%). A total of 62% of the male
palliative patients were accompanied and 59% of the female palliative patients. No
significant differences were found in anxiety or depression whether patients were
accompanied or not.

Question 16 — Do you have at least one relative or friend in whom you can confide?

Only three patients (1%) felt they did not have someone to confide in. This
group consisted of one female palliative patient, one radical and one palliative male
patient. The mean of the group who had a confidante was 4.9 for anxiety. For the

group, which did not have a confidante, it was 6.75. However, this difference was not

significant.

Psychological Well Being

Question 3 — Would you have felt more confident if you had made a visit to the
radiotherapy department before treatment to meet the staff that would be looking
after you and to see where you would be treated?

Of the total of two hundred and nine patients who answered this question, six
patients had already visited to the department. A third of the patients would have
liked to visit the department prior to treatment. More than twice as many women
wanted to make the visit than men. The women palliative patients were the largest
cohort with 43% wanting to visit. Three quarters of the NHL patients would have
liked a prior visit, 42% of the breast patients and two thirds of those with cancer of
‘unknown’ origin.

Question 6 — Did you ever feel frightened during your radiotherapy treatment?



A total of 20% (43) of the patients said they felt frightened. The highest
cohort was the radical women, of which 30% felt frightened. One third of the breast
patients, 30% of the head and neck patients and gynaecological and a quarter of the
bladder patients all experienced fear during treatment.

Those patients who felt frightened were significantly more anxious (p<0.001)
and distressed (p=0.039) than those patients whom did not feel frightened.

Question 7 — If yes, would you have liked to talk to someone about this?

At the time of the first postal questionnaire, twenty five (58%) patients said
they would have liked to talk to someone about the problem. At the time of this
questionnaire thirty (70%) of the forty three who felt frightened would have liked to
have spoken to someone. ‘

This cohort consisted of twenty four women, nineteen radicals and five
palliatives and six men, three radicals and three palliative. The largest cohort with
reference to site was 50% of the NHL, ‘Unknown’ origin, and ‘other’ and 36% of the
breast patients.

Question 8 — Did you experience any anxiety or fears about your illness at the
weekends?

Patients did experience fear at the weekends. A total of 35% (74) replied in
the affirmative, with palliative patients (40%), in particular, experiencing anxiety at
the weekends. The largest group was the female palliative patients of which 42%
experienced anxiety at the weekends. Patients who were being treated for cancer of
‘unknown’ origin, NHL (66%), lung (54%) and head and neck and gynaecological
(40%

Those patients experiencing anxiety or fear were significantly more anxious
(p<0.001) and depressed, (p<0.001).

Question 9 — Did you experience any anxiety or fears after your treatment ended?

A total of two hundred and sixteen patients responded to this question. From
this cohort, 40% (87) did experience anxiety after their treatment had ended. This
number consisted of 39% of the radical women patients, 42% of the palliative women
patients, 42% of the male radicals and palliatives. Particular sites to note were

‘unknown’ origin (100%), NHL (80%), bladder (62%), 50% gynaecological and lung
patients and 48% prostate.



Those who experienced anxiety or fear after their treatment were significantly
more anxious, distressed and depressed than those who were not (p<0.001).

Question 10 — Did the machine, you were being treated on, ever break down?

Having a machine breakdown while undergoing treatment is frightening for
the patient. Over a third of the patients experienced this. Further analysis revealed no
significant results.

Question 13 — Do you have any dependants?

Having dependants could have a psychological effect on the patients. Of the
patients who answered this question, 71% did have dependants. The mean anxiety for
those patients who had dependants was 5.42, and those who did not have dependants
was 4.03. This difference was significant (p=0.031). Similarly, the mean for
psychological distress was 6.9 for those whom had dependants and 5.8 for those who
did not and this difference was significant (p=0.05). No significant differences were
found in depression.

Question 17 — Do you have any money worries?

Financial problems could lead to patients feeling more anxious. Only 23% of
patients felt they had financial worries. No significant effects were found between
those patients who felt they had money worries and those who did not except in the
STAI State, p=0.024.

Question 25 — Was there a delay in you diagnosis?

A delay in diagnosis could have caused an increase in anxiety. A total of 22%
(47) did experience a delay. No significant differences were found in depression or
distress for those patients experiencing a delay. However, those patients who
experienced a delay in diagnosis were significantly more anxious in both HADS and
STAI State, than those who did not, p=0.009 and p=0.20 respectively

Physical well-being

Question 12 — Do you now feel better, no change, worse?

Overall 52% felt better, 32% ’'no change’ and 12% worse. With the radical
patients, 36% felt better, 50% ‘no change’ and 14% worse. The palliative patient
group did better with 66% feeling better, 24% ‘no change’ and 10% worse. With
regard to the site of the cancer, 40% of those patients with NHL felt worse as did 20%



of those patients with head and neck tumours. Further analysis revealed significant
difference in distress, p<0.001, depression, p<0.001 and anxiety, p<0.05. A post hoc
Tukey-HSD test showed that in terms of distress, patients, who felt better, had
significantly lower distress levels than those patients who had ‘no change’ in their
condition and those patients who felt worse. Similarly, those, who did not think their
condition had improved, had significantly lower distress than tﬁoée who felt worse.
Similar results occurred with the variable of depression. With anxiety, the patients
who felt better had significantly lower anxiety levels than both the ‘no change’
patients and the patients who were feeling worse. There was no significant difference
between those feeling worse and the no different patients.

Question 14 — Are you taking any medicines?

Two thirds of the patients were taking medicines. These ranged from
tamoxifen to aspirin. Four of the patients were on anxiolytics and four on anti-
depressants.

Question 15 — Are you still suffering from any symptom as a result of your
radiotherapy treatment?

Four weeks from the end of their treatment, 49% of the patients still had side-
effects from their treatment. The radical patients were suffering more than the
palliative, 50% and 46% respectively. With respect to the site of the cancer, 78% of
the head and neck patients, 70% lung and bladder patients, 47% of the prostate all
those of ‘unknown’ origin, and 40% of the breast patients were all having symptoms
still. '

The means of patients having symptoms was higher than those without
symptoms. Further analysis to see if those patients having symptoms were more
anxious, depressed and or distressed revealed significant results with ‘distress,
p=0.007, and depression p=0.002. Anxiety was not significant.

Question 26 — Have any of your family had cancer?

A total of 58% (124) patients said they had cancer in their family. Analysis

was carried out to see if anxiety, depression or distress were heightened because of

this, but no significant results were revealed.

Question 27 — Is there anyway in which your radiotherapy treatment could have

been made less stressful?



Over half (56%) responded that their treatment could not have been made
more stressful, with 29% (64) patients making comments on the forms. A number of
patients (33%) made positive comments. These ranged from
“The staff at Mount Vernon could not have been more kind and helpful’,
to
‘The staff created a confident inspiring atmosphere’.

Waiting time was cited by ten (16%) of patients. Comments ranged from
‘Just the unknown waiting time was difficult’, to
“The second or third week I became very impatient when I had to wait 45 minutes for
treatment and then 65 minutes the next day’

Nine (14%) patients wanted more information. Remarks such as

‘A little more pre-preparation and medical help wifch excessive diarrhoea I
suffered’, and "
‘The number of treatments wasn’t clearly specified’.
Travel and transport was again cited in the postal questionnaire by 10 (16%)
of patients. Remarks such as
‘If treatment could have been nearer home’, and
‘If the journey was shorter’,
were typical of comments made by patients in this instance.

Eight (12%) of patients’ comments were put into ‘other’ category. These

comments included
‘Avoid using the word ‘cancer’ on hospital buildings and notices’ to
‘One physician should always attend the same patient — shunting kills a
patient as new physicians are ignorant’.

Four (6%) of patients specifically mentioned the lack of post treatment
contact. These are some of the comments:

‘I would have liked more information on the after-effects’, and
‘5 weeks of treatment — 4 days per week. Saw a doctor each Monday for

about 10 minutes. The last Friday I just left. Nobody said anything
except I would hear from a doctor in 4-6 weeks’.

One final comment:



‘When completed you could be told what to expect until you see the
Consultant some weeks later’.
Question 28 — Other than your current illness, have you suffered a recent stressful
event e.g. bereavement, divorce?
A quarter of the patients had suffered a recent stressful event. The means for
depression, anxiety and distress scores for the patients who had suffered were higher

than for those who had not. However these differences was not significant.

Analysis of Research Questionnaire

The questionnaire (See Appendix 7) sent out to patients four weeks after their
treatment finished was the same as the questionnaire given to patients at the end of
treatment and was divided into the same sections. Questions pertained to information
and control, to social support, to psychological well-being and to physical well-being.
A total number of two hundred and eighteen patients responded to this questionnaire.
The patient cohort was different to those responding to the end of treatment

questionnaire as it contained the single fraction patients.
Information and control

Question 1, Do you feel you were given enough information before your
radiotherapy treatment?

Patients had all received a booklet giving them information. In this question,
one hundred and seventy three (80%) patients felt they were given enough
information. A significant difference was found on the STAI State anxiety scale,
p=0.048. Those patients who responded ‘No’ were significantly more anxious and
depressed p=0.025. |
Question 2, Do you feel you have been given too much information?

Only two patients from a sample size of two hundred and eighteen thought
they had been given too much information. This cohort consisted of one radical

female and one palliative man. No significant differences were found.



Question 18 — Did you go to the Lynda Jackson Macmillan Centre?

Four weeks post treatment forty one (19%) patients said they had visited the
centre. This cohort consisted of only four (2%) palliative patients. A total of thirty
two (24%) women and nine (10%) men had visited. It was only from patient
feedback that it was realized that patients’ friends and relatives were using the centre
while the patients were being treated. This was therefore not included in the
questionnaire.

A set of six questions all relating to the above question were only answered by
those who had visited the centre.

Question 19, I used counselling .....Yes/No

A total of seventeen used the counselling facility. This number consisted of
fourteen female radical patients, and two male radical patients, one palliative female.
Question 20, I used relaxation..... Yes/No

A total of forty two responded to this question. Five replied in the affirmative, four

radical and one palliative patient.
Question 21 — I used Yoga....Yes/No
One radical male patient had used yoga.
Question 22 — I looked at the books.... Yes/No
A total of fifty eight responded, of which 47% (27) replied in the affirmative.
This cohort consisted of only fédical patients, eighteen women and nine men.
Question 23 — I looked at the tapes.... Yes/No
There is a large number of tapes on cancer and various treatments in the Lynda

Jackson Centre. The number of patients who used this facility was six, four radical

and two palliative women.
Question 24 — I used group therapy.... Yes/No

Only one radical woman patients responded ‘Yes’.
Social Support

Question 4 ~ Did you feel you needed more support while undergoing

radiotherapy?



Four weeks past treatment, twenty six (12%) patients felt they needed more
support. This cohort consisted of twelve radical females, seven palliative females,
three radical males and four palliative male patients. The sites involved were breast
(12%), ‘unknown’ origin (33%) and NHL (40%) and lung (23%). Those patients who
felt they needed more support had higher anxiety and depression and this difference
was significant (anxiety p<0.001, depression < 0.001.

Question 5 — Did you talk with the counsellor over the treatment period?

A total of forty six (21%) patients had spoken with the counsellor. They
consisted of twenty one radical and three palliative women and thirteen radical and
nine palliative men. People might have construed that this question related
specifically to the counsellor at the Centre. Therefore it should have read ‘Did you
talk with a counsellor during the treatment period? There were no significant
differences in psychological distress in those patients who had talked with the
counsellor and those who had not.

Question 11 — Were you accompanied when you attended the radiotherapy
department for treatment?

Over half of the patients were accompanied. The palliative patients (61%)
received more support than the radical patients (50%). A total of 62% of the male
palliative patients were accompanied and 59% of the female palliative patients. No
significant differences were found in anxiety or depression whether patients were
accompanied or not.

Question 16 — Do you have at least one relative or friend in whom you can confide?

Only three patients (1%) felt they did not have someone to confide in. This
group consisted of one female palliative patient, one radical and one palliative male
patient. The mean of the group who had a confidante was 4.9 for anxiety. For the

group, which did not have a confidante, it was 6.75. However, this difference was not

significant.

Psychological Well Being



Question 3 — Would you have felt more confident if you had made a visit to the
radiotherapy department before treatment to meet the staff that would be looking
after you and to see where you would be treated?

Of the total of two hundred and nine patients who answered this question, six
patients had already visited to the department. A third of the patients would have
liked to visit the department prior to treatment. More than twice as many women
wanted to make the visit than men. The women palliative patients were the largest
cohort with 43% wanting to visit. Three quarters of the NHL patients would have
liked a prior visit, 42% of the breast patients and two thirds of those with cancer of
‘unknown’ origin,

Question 6 — Did you ever feel frightened during your radiotherapy treatment?

A total of 20% (43) of the patients said they felt frightened. The highest
cohort was the radical women, of which 30% felt frightened. One third of the breast
patients, 30% of the head and neck patients and gynaecological and a quarter of the
bladder patients all experienced fear during treatment.

Those patients who felt frightened were significantly more anxious (p<0.001)
and distressed (p=0.039) than those patients whom did not feel frightened.

Question 7 — If yes, would you have liked to talk to someone about this?

At the time of the first postal questionnaire, twenty five (58%) patients said
they would have liked to talk to someone about the problem. At the time of this
questionnaire thirty (70%) of the forty three who felt frightened would have liked to
have spoken to someone.

This cohort consisted of twenty four women, nineteen radicals and five
palliatives and six men, three radicals and three palliative. The largest cohort with
reference to site was 50% of the NHL, ‘Unknown’ origin, and ‘other’ and 36% of the

breast patients.

Question 8 — Did you experience any anxiety or fears about your illness at the
weekends?

Patients did experience fear at the weekends. A total of 35% (74) replied in
the affirmative, with palliative patients (40%), in particular, experiencing anxiety at
the weekends. The largest group was the female palliative patients of which 42%

experienced anxiety at the weekends. Patients who were being treated for cancer of



‘unknown’ origin, NHL (66%), lung (54%) and head and neck and gynaecological
(40%

Those patients experiencing anxiety or fear were significantly more anxious
(p<0.001) and depressed, (p<0.001).

Question 9 — Did you experience any anxiety or fears after your treatment ended?

A total of two hundred and sixteen patients responded to this question. From
this cohort, 40% (87) did experience anxiety after their treatment had ended. This
number consisted of 39% of the radical women patients, 42% of the palliative women
patients, 42% of the male radicals and palliatives. Particular sites to note were
‘unknown’ origin (100%), NHL (80%), bladder (62%), 50% gynaecological and lung
patients and 48% prostate.

Those who experienced anxiety or fear after their treatment were significantly
more anxious, distressed and depressed than those who were not (p<0.001).

Question 10 — Did the machine, you were being treated on, ever break down?

Having a machine breakdown while undergoing treatment is frightening for
the patient. Over a third of the patients experienced this. Further analysis revealed no
significant results.

Question 13 — Do you have any dependants?

Having dependants could have a psychological effect on the patients. Of the
patients who answered this question, 71% did have dependants. The mean anxiety for
those patients who had dependants was 5.42, and those who did not have dependants
was 4.03. This difference was significant (p=0.031). Similarly, the mean for
psychological distress was 6.9 for those whom had dependants and 5.8 for those who
- did not and this difference was significant (p=0.05). No significant differences were
found in depression.

Question 17 — Do you have any money worries?

Financial problems could lead to patients feeling more anxious. Only 23% of
patients felt they had financial worries. No significant effects were found between
those patients who felt they had money worries and those who did not except in the
STAI State, p=0.024.

Question 25 — Was there a delay in you diagnosis?



A delay in diagnosis could have caused an increase in anxiety. A total of 22%
(47) did experience a delay. No significant differences were found in depression or
distress for those patients experiencing a delay. However, those patients who
experienced a delay in diagnosis were significantly more anxious in both HADS and
STAI State, than those who did not, p=0.009 and p=0.20 respectively
Physical well-being

Question 12 — Do you now feel better, no change, worse?

Overall 52% felt better, 32% ’no chénge’ and 12% worse. With the radical
patients, 36% felt better, 50% ‘no change’ and 14% worse. The palliative patient
group did better with 66% feeling better, 24% ‘no change’ and 10% worse. With
regard to the site of the cancer, 40% of those patients with NHL felt worse as did 20%
of those patients with head and neck tumours. Further analysis revealed significant
difference in distress, p<0.001, depfession, p<0.001 and anxiety, p<0.05. A post hoc
Tukey-HSD test showed that in terms of distress, patients, who felt better, had
significantly lower distress levels than those patients who had ‘no change’ in their
condition and those patients who felt worse. Similarly, those, who did not think their
condition had improved, had significantly lower distress than those who felt worse.
Similar results occurred with the variable of depression. With anxiety, the patients
who felt better had significantly lower anxiety levels than both the ‘no change’
patients and the patients who were feeling worse. There was no significant difference
between those feeling worse and the no different patients.

Question 14 — Are you taking any medicines?

Two thirds of the patients were taking medicines. These ranged from

tamoxifen to aspirin. Four of the patients were on anxiolytics and four on anti-

depressants.

Question 15 — Are you still suffering from any symptom as a result of your
radiotherapy treatment?

Four weeks from the end of their treatment, 49% of the patients still had side-
effects from their treatment. The radical patients were suffering more than the
palliative, 50% and 46% respectively. With respect to the site of the cancer, 78% of
the head and neck patients, 70% lung and bladder patients, 47% of the prostate all




those of ‘unknown’ origin, and 40% of the breast patients were all having symptoms
still.

The means of patients having symptoms was higher than those without
symptoms. Further analysis to see if those patients having symptoms were more
anxious, depressed and or distressed revealed significant results with distress,
p=0.007, and depression p=0.002. Anxiety was not significant.

Question 26 — Have any of your family had cancer?

A total of 58% (124) patients said they had cancer in their family. Analysis
was carried out to see if anxiety, depression or distress were heightened because of
this, but no significant results were revealed.

Question 27 — Is there anyway in which your radiotherapy treatment could have
been made less stressful?

Over half (56%) responded that their treatment could not have been made
more stressful, with 29% (64) patients making comments on the forms. A number of
patients (33%) made positive comments. These ranged from
“The staff at Mount Vernon could not have been more kind and helpful’,
to
“The staff created a confident inspiring atmosphere’.

Waiting time was cited by ten (16%) of patients. Comments ranged from
‘Just the unknown waiting time was difficult’, to
“The second or third week I became very impatient when I had to wait 45 minutes for
treatment and then 65 minutes the next day’

Nine (14%) patients wanted more information. Remarks such as

‘A little more pre-preparation and medical help with excessive diarrhoea I

suffered’, and
“The number of treatments wasn’t clearly specified’.
Travel and transport was again cited in the postal questionnaire by 10 (16%)
of patients. Remarks such as
‘If treatment could have been nearer home’, and
‘If the journey was shorter’,

were typical of comments made by patients in this instance.



Eight (12%) of patients’ comments were put into ‘other’ category. These
comments included
‘Avoid using the word ‘cancer’ on hospital buildings and notices’ to
‘One physician should always attend the same patient — shunting kills a
patient as new physicians are ignorant’.
Four (6%) of patients specifically mentioned the lack of post treatment
contact. These are some of the comments:
‘I would have liked more information on the after-effects’, and
‘5 weeks of treatment — 4 days per week. Saw a doctor each Monday for
about 10 minutes. The last Friday I just left. Nobody said anything
except I would hear from a doctor in 4-6 weeks’.
One final comment:
‘When completed you could be told what to expect until you see the
Consultant some weeks later’.
Question 28 — Other than your current illness, have you suffered a recent stressful
event e.g. bereavement, divorce?
A quarter of the patients had suffered a recent stressful event. The means for
depression, anxiety and distress scores for the patients who had suffered were higher

than for those who had not. However these differences was not significant.



APPENDIX 34
Analysis of Research Questionnaire at 6 Months Post
Treatment




Analysis of Research Questionnaire Given at 6 Months Post Treatment

The research questionnaire consisted of fourteen questions (See Appendix 10).
These questions were divided into four different sections; information and control,

social support, psychological well-being and physical well-being.
Information and control

Question 5 — Did you feel the need to contact your GP for advice concerning
radiotherapy treatment?

Only twenty seven patients (18%) had needed to contact their GP for advice
about their radiotherapy treatment. The large majority did not feel the need. The
palliative male patients are a small group in this study but 25% (3) did contact their
GP and 19% (16) of the radical female patients and 18% of the radical male patients.
Only one palliative women patient contacted the GP about treatment. One respondent
failed to tick the appropriate box and another replied

“Under no circumstances — for 6 weeks when first ill he repeatedly sent
me home with antibiotics”.

Those patients who responded ‘yes’ were significantly more anxious
(p=0.003) and distressed (p=0.016) than those patients who answered ‘no’.

Question 6 — If yes, was your GP able to answer your queries?

Although twenty seven patients had responded ‘yes’ to the above question,
thirty two patients responded to this question. A total of twenty two replied in the
affirmative and three with comments -

“Yes, within limits”
“Yes, had to look things up” and
“Yes, a little”.
Ten patients said
‘no’.
One patient wrote

‘T will be seeing him’



Question 7 — Did you feel you were given adequate information when you left the
radiotherapy department?

A quarter of the patients did not think the information was adequate. This
could be specifically related to certain sites. Three quarters of the patients suffering
from bladder cancer, over half of the lung patients, 37% of the gynaecological
patients and a third of the prostate patients felt the information was not sufficient.

Some patients added comments

“T was not warned of any ill effects to silicon implants”,
and another wrote
“None at all”, and
“T was told I would in future want to pass water more frequently — not that
there would be mild incontinence”.
Question 10 — Did you feel a need to get more information on your illness?

From the one hundred and forty five responses, fifty eight (40%) felt they
needed to get more information. The biggest cohort was those suffering from lung
cancer, (82%), bladder (50%), breast (43%) and Non Hodgkin’s Lymphoma (40%).
Over half (54%) of the palliative patients wanted more information. ‘

more anxious on both the STAI State and the HAD Scale (p=0.012, and p=0.039
respectively)
Question 11 — If yes, where did you get your information from?

Several of the respondents cited several sources for their information. A total
of twenty five got their information from the GP/doctor, fourteen from
Cancerlink/Bacup, eight from family and friends and fourteen cited ‘other’. Several
patients specified ‘other’ by writing comments such as, books, Macnﬁllan nurse,
breast nurse. Three patients wrote ‘nowhere’, ‘I didn’t and ‘no one yet’. Only the
women patients cited family and friends for their information. Over 50% of the men

got their information from the doctor, two from Bacup and seven from other sources.



Psychological well being

Question 3 — What do you feel about the length of time between finishing your
treatment and seeing the consultant in the Qut Patients Clinic?

The great majority (87%) felt the length of time was OK. Only 13% (17)
patients felt it was too long to wait and one person ticked it was too short. One
respondent wrote

¢ do not know’.
Physical well being

Question 1 — Do you still have any side-effects as a result of your radiotherapy
treatment?

A total of forty eight (33%) were still suffering from side-effects of the
treatment, which finished six months previously. The lung and NHL patients with
over 60% still suffering together with 50% of the head and neck and prostate patients
appear to be particularly susceptible to side-effects. At the time of the first postal
questionnaire, 48% still had side-effects. This number has been reduced by nearly a
third in the past five months. Approximately a third of the radical patients (34%)and
30% of the palliative patients still had side-effects. Several of the respondents added
their side-effects such as

‘persistent pain in shoulder’
‘Thickening of scar tissue which has displaced the silicon implant’.
Another example was
‘Occasional violent hiccups when eating’
‘Heartburn and occasional pain in the area treated’.
Further analysis to see if those patients having symptoms were more anxious,

depressed or distressed revealed no significant results.



Question 2 — Do you now feel better, no change, worse?

A total of 48% (70) felt better, 42% (60) ‘no change’ and 10% (14) worse. .
At the time of the last questionnaire 52% felt better, 32% no change and 12% worse.

Two palliative women patients and two palliative men felt worse than at the
last testing, making up 18% of the palliative cohort. Only 8% of the radical patients
felt worse. The largest cohort to feel better was the male radical patients (58%). Both
female and male palliative patients felt equally bad with 18% responding that they felt
worse. With consideration to the site of the tumour, 75% of the bladder patients felt
better and 100% of those patients with ‘unknown’ origin cancer. However, 27% of
the prostate patients felt worse as did 23% of the lung and 20% of the NHL patients

Significance was not reached with any of the variables.
Question 8 — How long did it take you to travel to the hospital from home?

As radiotherapy is so specialised and Mount Vernon is situated on the
perimeters of London, its catchment area is large. The time spent travelling to the

hospital varied from five minutes to two hours. The mean was 40 minutes. Therefore

| the return journey averaged one hour and twenty minutes. Travelling within London
to a specialized unit would probably take the same time with disruption on London
Transport and continual heavy traffic on the roads.
Question 9 — Have you had any further treatment?

A total of 44% had received further treatment, 52% of the radical cohort and
47% of the palliatives. The male radical were the highest group with 54% having
further treatment. One patient wrote ‘waiting’. Significance was not reached with
any of the variables.
Question 10 — If yes, what? Surgery, radiotherapy, chemotherapy,
hormonal/tamoxifen, complementary.

The | largest cohort, thirty five, was taking hormones/tamoxifen. Fifteen
fnarked additional medicines, which ranged from distalgesics, steroids and
suppositories. Eleven ticked chemotherapy treatment, eight complementary medicine

and five further radiotherapy.

Analysis was carried out to see if further treatments changed the psychological

state, but none of the variables were significant.



Question 14 — Other than your cancer, which has been treated, do you have any
other illness?

From the one hundred and forty three patients who responded to this question,
42% had other illnesses. The most common illness (27%) was circulatory disorders.
The next was arthritis (15%), four suffered from thyroid problems and a similar
number from diabetes, three from depression, two from bad backs and another two
from vertigo. A category of ‘other’ housed such complains as emphysema, migraine.
A few patients suffered from two or three disorders. The majority of the patients who
responded in the affirmative were of the older age group with 52% aged 65 and over
and 41% aged 50-65.

Social Support

Question 4 — Would it have been helpful if someone had telephoned you during this
time to check how you were getting on?

A number (43%) of patients did think a telephone call would have helped.
More women (47%) than men and more radicals (44%) than palliatives (36%) would
have liked a call. Some patients mentioned that they had contact with the District
Nurse and or the Breast Care Nurse during this time.

None of the variables were significant.
Question 12 — Have you visited or telephoned the Lynda Jackson Cancer Support
Centre since you received our last questionnaires?

A total of ten patients had visited the Centre, eight radical women patients,
one radical male patient and one palliative male patient.
Question 13 — If yes, was the contact useful?

From the nine responses, eight thought it useful and one female radical patient
did not. One patient wrote

‘I would have liked to visit them for therapy if I lived nearer’.
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Analysis of Research Questionnaire Given at One Year Post Treatment

The research questionnaire consisted of thirteen main questions with sub divisions (see
Appendix 12). The questions were divided into four different sections; information and

control, social support, psychological well-being and physical well-being.
Information and control

Question 10 — Since May, have you felt a need to get more information?

Twenty one patients (19%) of the one hundred and eleven who responded to this
question answered positively. This cohort consisted of eleven (15%) radical female patients,
three (43%) female palliative patients, three (11%) male radical patients and four (50%) male
palliative patients.

The sub division of the question was:-

If yes, where did you get your information from? Dr/GP, Bacup/Cancerlink,
Family/Friends, Lynda Jackson Centre, Other?

A total of thirteen patients visited their GP. Only one of the palliative patients did not
go to the GP — a man. One female radical breast patient got her information from
Bacup/Cancerlink. Another radical woman patient with a tumour categorized under ‘Other’
got her information from family and or friends. No patients had returned to the Lynda
Jackson Centre. Seven patients circled ‘other’ and these included Watford General and Dr
Maher. Those who needed to get more information were significantly more anxious
(p=0.003) than those who did not need to get any information.

Question 6 — Have you visited your GP about your cancer?

From the one hundred and sixteen patients who ticked this response, foffy three (37%)
had visited their GP, one third of the female patients who responded and. nearly one half of the
males (46%), and all the lung and head and neck patients. ‘

The subdivision of this question was
If yes, was your GP able to answer your queries.

From the positive responses, thirty one (66%) thought the GP had been able to answer
their query and seventeen (35%) did not. Eleven of the breast patients were not satisfied with
their GPs response and fourteen radical and three palliative patients.

Life threatening disease like cancer can make patients change their life style in order

to attain a feeling of control. The next question looks at these changes.



Question 7 — Since being diagnosed have there been any changes in
L. your place or type of work?
Twenty of the twenty one patients who replied in the affirmative were radical patients,
seventeen female and four male. One person commented that they
‘had moved to a less stressful job earning more money!’.
For most people, the change in job was related to a loss of income -
‘I’'m presently working on part-time medical grounds, but have to soon decide
whether I’m able to work full-time hours’.
One patient made the comment
‘Lost my job because I could no longer do the repetitive movement required for
working on scanning tills’.
No significant differences with relationships to the variables of anxiety of depression were to
be found.

2, Income?

This population tends to be near retiring age and some patients will have taken early
retirement with its subsequent fall in income, others will have reached retirement age during
the study. From the one hundred and twelve responses, 27% had experienced a change in
income. Only two of the palliative patients had experienced a change in income. There were
no significant differences with the variables of anxiety or depression.

3. Use of cigarettes?

Only eleven (22%) had changed their habit of smoking. 60% of the head and neck and
lung patient made up this cohort with 6% of the breast patients. There were no significant
difference in anxiety or depression and use of cigarettes
4. Use of alcohol?

Nine patients had experienced a change in alcohol habits. Howevef, as with the
cigarette question it was not ascertained whether it was less or more. The number of men was
six and women was three. There were no significant differences with change of use of alcohol
and anxiety and or depression.

5. Diet?
A quarter (26%) of the one hundred and eleven patients who responded had changed
their diet and was evenly distributed between men and women. Half of the male palliative

patients had changed their diet and 29% of the female radical and palliative patients. Patients

added a range of comments.

‘I eat more now. A complete disorder.

Another comment was




‘I am much less keen to follow a slimming diet. 1 don’t discipline myself as
much as I used to, as I figure shortage of some nutrient might have triggered the
cancer’
Another comment was
‘I am trying to increase healthy eating’ and
‘T have stopped eating meat’.
A final comment was
‘Have been to Weightwatchers and lost 1 stone gained from steroids whilst having
chemo’.
No statistical differences were found in anxiety and depression.
6. Marital Status and important other relationships?
Nine patients experienced a change in marital status. This number consisted of five
radical females, one palliative female and three radical male patients. One patient wrote
‘currently in Ward 10 receiving radiotherapy and had just got married’.
Four patients had further experienced changes in other important relationships. No
significance was attained with the variables of anxiety and depression.
7. Moved home?
Five patients had moved their home. All were radical patients, three women and two

men. No significance was reached with the variables of anxiety and depressioh.

Psychological Well Being

Question 5 — Would it have been helpful if someone had contacted you from the
radiotherapy department in the last six months?

In the last set of questionnaires, patients were asked if they would have liked a
telephone call from therdepartm.ent, in between the last treatment and seeing the consultant six
weeks later. A total of 43% of patient would have liked this. After one year 23% (27) would
have liked contact. This was split evenly between the men and women. The patients who
would have liked contact from the department are not necessarily the patients who have side-
effects from their treatment. No significant difference in anxiety or depression was found

between those patients who would have liked a call and those who did not.

Physical Well Being

Question 1 — Do you have any side-effects from your radiotherapy treatment in Autumn




1993?

Over a quarter (28%) of the patients one year after their treatment still had side-
effects.  Six months previously 31% had side effect. Principal sites are prostate,
gynaecological and lung with 43%. 20% of the breast patients are still having side-effects.
23% of the palliative and 29% of the radicals still have side-effects from their radiotherapy
treatment. No significant results were recorded.

The next question is a subset.

If yes, have they occurred since the last questionnaire?

A total of sixty one replied, when only thirty three patients said they had side-effects.
From this cohort, sixteen patients said they had the side-effects only in the last six months.
Only three of the patients were palliative. 60% of those being treated for lung cancer thought
the side-effects had occurred since the last questionnaire. Is this the cancer returning rather
than side-effects?

Question 2 — Compared with one year ago do you know feel better, no change, worse?

Over half of the patients (56%) felt better, a third felt ‘no change’ and 11% felt worse.
Patients who felt better were significantly less depressed (p=0.005) and less distressed
(p=0.048) than patients who felt worse (Post Hoc Tukey). A quarter of the palliative patients
felt worse in comparison with 9% of the radical patients.

Question 3 — Compared with 6 months ago do you now feel better, no change or worse?

A total of 51% felt better since the last questionnaire, 39% no change and 10% felt
worse. A third of the palliative patients felt worse but 44% felt better. Only 7% of the radical
cohort felt worse than six months ago. Those patients who felt better had significantly lower
depression (p=0.012) and distress (p=0.049). A post Hoc Tukey-HSD showed that those
patients who felt better had significantly lower depression than those patients who felt no
change. Similarly, the patients who had no change had significantly lower dépression than
those patients who felt worse.

Question 8 — Since May have you had any further treatment? If yes what? Surgery,
Radiotherapy, Chemotherapy, hormonal/tamoxifen, complementary medicine, additional
medicines or other?

Over a quarter of the patients who responded to this question had experienced further
treatment. Seven had experienced further surgery, one radical and one palliative woman and
five radical men patients. Three patients had further radiotherapy, one radical and two
palliative men. Nine had undergone chemotherapy and seventeen hormonal treatments. This
number included thirteen radical women, three palliative women and one radical man. Four

had taken complementary medicine and eight had taken additional medicine. Three patients




had written
‘other’; ‘vagifem vaginal tablets’; ‘sodium diclofenac and complementary massage to
water retention area’.

Question 11 — In the last 6 months have you had any illness? If yes, what?

One third of the patients had been ill, the majority with ‘flu or a similar virus, others
had shingles, arthritis. Angina, anaemia, chest infections and diabetes were also cited. One
patient wrote

’ recurrence of cancer and inflamed bowel through radiotherapy’.

Half of the palliative patients had experienced illness. No significant differences were found.

Social Support

Question 12 — In the last year do you feel you have had enough emotional support? If yes,
from whom? |
Over 80% of the patients felt they had enough emotional support. Those patients who
felt they had not enough support were 18% of the female radical patients, and one female
palliative patients. Six male radical patients also felt a lack of emotional support.
The support received was mostly from their family friends (68) and the Macmillan
nurse (5) and the doctor and hospital (9). Others cited Hospice, colleagues or no one.
Patients who felt they had emotional support were significantly less anxious
(p=0.001), less depressed (p=0.001) and less distressed (p=0.001).
The final question does not fit into any of the above categories
Question 13 - Do you have any suggestions, which would have made life easier during and
after your radiotherapy treatment? If yes, What?
A total of 26% wrote their suggestions. The majority of these refer to the
psychological aspects of cancer, although one patient wrote
‘to have radiotherapy unit at Luton and Dunstable Hospital’.
The area which comments were mostly focused on was social support, after care and
information. The most common comments were similar to the following:
‘more emotional and psychological support’ and
‘some form of automatic counseling i.e. as an integral part of my treatment’
‘We have no self help group and 1 wanted to meet other women with young
children — we have no started a group which started last week’.

A breast patient wrote:

‘Some form of compulsory counseling. Although a counselor was available



because she was on holiday when I was diagnosed 1 never saw anyone. Looking
back I wish I’d seen someone as the mental side of having cancer is far worse that
the physical side’.

One patients suggested
‘Speaking before hand with someone who has been through the same thing’.
Another patient wrote:
‘ to be given the option to talk to other people in the same situation’

Other comments were focused on afiercare:
‘An invitation to return to Mount Vernon after discharge if there were any queries
re side-effects’.

Other comments were practical
‘Stronger elastoplast should be used to secure the shields. It is frightening when
they fall off because you imagine radiation penetrating your lungs — especially if it
happens when the nurses are out of the room’. :

Several suggestions about more information came from patients
‘Back up information and extra follow-up from hospital etc’.
‘More information about tamoxifen, its side-effects and history of success’.
‘I feel I could have been given more information on side or lasting effects from
treatment’.
‘Being told all the truth about treatment, drugs etc’.

One final comment from a patient
‘very selfishly would have liked not to have spent so much time waiting for
treatment — realize that was inevitable because of blood count analysis etc — but

not really anything to do’.
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Analysis of Research Questionnaire Given at 18 Months Post Treatment

The research questionnaire consists of seventeen main questions with some subsets,
(see Appendix 14). The questions were divided into four different sections: physical

well-being, information and control, social support and psychological well-being.

Physical well-being:

Question 1 — Do you think you may have had any problems related to your
radiotherapy treatment? If yes, please list.

One year after treatment, 28% of the patients had side effects. At eighteen
months post treatment, a total of 41% of patients felt they had problems related to
their radiotherapy treatment. 43% of the radical patients and 22% of the palliative
patients still had problems associated with their treatment. There are only nine
palliative patients left in the study. With respect to site, 38% of the breast patients,
60% of gynaecological and gastrointestinal, 50% of the prostate and NHL and a third
of the bladder patients all felt they had a problem as a result of their treatment.

The problems varied considerably depending on the area treated. The
following are a range of comments from the various sites.

Head and neck patients focused on dryness in the area of the mouth and eating
problems:

‘Eyes sore and very dry lips’, and
‘Unable to eat anything at all’
One patient raised another point,
‘Slightly deafin left ear and pain in should bone and muscles’
Lung patients suffer from
‘Digestive problems and treatment area still “hot spots” at times’, and
“Tiredness’.
Breast patients complained of difficulties with their arm.
‘Minor arm and shoulder damage’,
‘my left arm s continuously swollen’,

‘Scar tissue was still painful when using arm’, and




‘As I have an implant it seems to have moved upwards’.
A prostate patient said
‘their bladder was so damaged by radiotherapy caused by incontinence
leading to urostomy’.
A cervix patient wrote down in detail the problems occurring after her treatment:
‘1. Slight spasmodic bleeding from rectum
2. Small leak of urine to vagina — consultant suspected fistula but
could not be located by tests
3. Bleeding after intercourse’.
Significance was not reached with the variables of anxiety and depression.
Question 2 — Since your radiotherapy treatment have you felt more tired?
With a sub question,
If yes, do you feel this is due to your radiotherapy treatment?

Eighteen months after their treatment over 50% (52) of patients felt more
tired. This was evenly divided among men and women, however, 43% of the radical
patients were more tired in contrast to 22% of the palliative patients. The entire lung,
bladder and those patients of unknown origins in the current study were more tired.

With respect to age, 55% of the patients aged between 26 and 50 felt more
tired as did 55% of patients aged 50-65, in contrast to those aged 65 and over where
45% felt more tired.

Patients who felt more tired were significantly more anxious (p=0.020) and
distressed (p=0.025). However, depression did not reach significance.

From the patients who answered in the affirmative, 59% felt their tiredness
was due to their radiotherapy treatment. Three patients wrote ‘maybe’, and this
category should have been included. A total of 40% of the palliative patients and
61% of the radicals attributed their tiredness to the treatment. All the NHL patients
and 60% of the breast patients also thought that the radiotherapy was responsible for
their tiredness.

Question 3 — Has you energy level now returned to normal?
For the majority of patients (67%), their energy levels have returned. The

third of patients, who were lacking energy, consisted of 29% of the women cohort and



42% of the men. All the palliative men were lacking energy in contrast to all
palliative women who said their energy was back to normal .

Those patients, who lacked energy, were significantly more anxious (p=0.05),
depressed (p<0.001), and distressed (p=0.003) than those patients whose energy levels
had returned to normal.

Question 4 — How long did it take? 3 months, 6 months, 1 year, 18 months, not
back yert?

A third of the patients thought it took three months for their energy to return to
normal after treatment. This consisted of a quarter of the radical female patients, 60%
of the palliative female patients and 48% of the male radical patients.

20% thought it took six months for their energy to return to normal. This
consisted of 25% of the radical females and 15% of the male radical patients.

9% felt it had taken a year for the energy levels to be normalized. This cohort
consisted of 11% of the female radical patients, 20% of the female palliative patients
and 4% of the male radical patients.

By eighteen months, another 4% felt their energy levels had returned. This
number consisted of one female palliative patient and four female radical patients.

One third of the patients felt their energy had still not returned. This cohort
consisted of all the male palliative patients. These patients héd cancer of various
sites, bladder, NHL, ‘unknown origin’ and myeloma. However, two thirds of the
radical prostate patients and all the radical lung patients felt their energy levels had
not returned. A third of the female radical patients were suffering from a lack of
energy. A total of 30% of those being treated for cancer of the breast made up the
largest group.

There was no correlation between those who felt their energy levels had
returned to normal and those who had attributed their tiredness to radiotherapy.
However, those patients whose energy levels had returned within three months were
significantly less depressed (p=0.003) and less distressed (p=0.031) than those

patients whose energy levels had not yet returned to normal




Question S — Compared with November last year do you now feel better, no change,
and worse?

From the ninety nine responses, 46% felt better, 48% no change and 5% felt
worse. The group of patients who felt better consisted of 48% of the radical females,
46% of the radical male, 20% of the palliative females and 50% of the palliative
males. Those patients who felt worse were 7% of the radical and 20% of the
palliative women.

Those patients who felt worse were significantly more depressed (p=0.012)
than the other groups.

Question 6 — During the last 6 months have you had a cancer check up with Mount
Vernon, another hospital? If yes, please write which hospital.

A quarter of the patients had returned to Mount Vernon for a follow up

appointment. One patient wrote boldly on his form
‘I do not have cancer’.

Three quarters of the patients had checkups with other hospitals, eleven had
been to Luton and Dunstable, nine to Watford General, six to Edgware, five each to
Barnet General, Northwick Park, Hillingdon and QE11 Welwyn Garden City, four to
the Lister, Stevenage and three to Wexham Park. Otﬁers had travelled around the
region including Charing Cross and the Royal Marsden.

Some patients (6) had not gone to the hospital for a checkup but ticked the GP.
A total of eighteen, 25% of the seventy three responses said they had been to the GP.

In the previous questionnaire, 37% had been to their GP about their cancer.
Information and control

Question 16 — Do you try and eat a more healthy diet?
A total of 82% tried to eat more healthily. This included all the palliative
patients participating. There was no significant difference in the variables of anxiety

and depression between those patients who tried to eat more healthily and those who

did not.




Question 15 — Have you had to change your diet since your diagnosis of cancer?

Fourteen (14%) of the ninety six respondents said they had to change their
diet. This cohort consisted of eight breast patients, two lung and prostate patients, one
head and neck and one gynaecological patient.

Question 9 — If you have or had symptoms, which you thought might be your
cancer coming back, would you contact: your GP, your consultant’s secretary, your
specialist nurse, the casualty department, a support group, or other.

Over half of the patients (52%) of the hundred replies would contact their GP.
Another quarter (27%) would contact the consultant’s secretary. Eight patients would
do both and another would also contact the specialist nurse and/or support group.
One patient said they would contact their GP and wait for a routine appointment.
Three patients would see the specialist nurse and one would go to casualty. Two
patients would wait for their routine appointment. A further two said they would
contact the consultant’s secretary and wait for a routine appointment. One patient

ticked other and wrote ‘not sure’.
Psychological well being

Question 8 — Have you had to bring forward a routine appointment because you
were worried?

A total of sixteen (16%) patients has had to bring forward their appointment,
as they were worried. This number consisted of eight breast patients, one prostate,
three ‘other’, two gastro-intestinal, one gynaecological, and 1 NHL. Three of the
patients were palliative women, 10 were radical women and 3 radical men.

Question 17 — Looking back over your radiotherapy treatment, what words
best describe your experience? Anxious, Efficient, Powerless, Frightening, Caring,
Reassuring, Angry, Friendly, Distressing, Depressing, Time-consuming; Isolating,
Sore/Painful, Other.

Some patients ticked more than one response. Over half of the patients
thought the treatment made them anxious. Another 58% thought the treatment was
efficient. Only 15% found it powerless, and 20% found it frightening. In contrast,
62% found the treatment ‘caring’ and 53% re-assuring. Only two patients felt angry




about their experience. Another eight patients found it an isolating experience, 12%
distressing and 18% depressing. Approximately a third (33%) described it as being
‘time-consuming’ and 22% found it sore/painful. A further ten ticked ‘Other’. The
following are comments from patients:

‘uncertainty’

‘I felt sick most of the time’

~ ‘Burning sensation afterwards and needle sharp pains’
‘It was the travelling that was time-consuming not the actual treatment’

‘Very pleased with treatment. Thank you’.
Social Support

Question 9 — In the last questionnaire a number of patients said they would have
liked to have spoken with a patient who had already had radiotherapy treatment.
Would this have helped you?

A total of 46% of the one hundred replies felt it would have helped them, and
27% thought it might have helped. 24% of the women and 32% of the men said it
would not have helped them.

Question 10 — Would you feel able to talk to someone who was about to have
radiotherapy?

71% of the patients thought they would be able to talk to a new patient who
was about to undergo radiotherapy treatment. This cohort consisted of 68% of the
women and 80% of the men patients. A further 17% thought ‘maybe’ they could talk
to a patient about to undergo treatment. "
Question 11 — If yes, how soon after your radiotherapy treatment do you feel you
would be willing to do so? 3 months, 6 months, 1 year, 18 months, other?

From the eighty one responses, forty two (52%) felt they would be ready in
three months. Some patients wrote on the form ‘immediately’. Others wrote that they
had spoken to patients when they had first arrived and were looking apprehensive.
Nine patients (11%) felt six months was an appropriate time and another nine patients
thought one year. Twelve patients suggested eighteen months and nine ticked ‘other’.

Two of the questions did not come into the main categories




Question 13 — Whilst waiting for transport or treatment would you have like to have

watched television?

Over a quarter (29%) of the patients would have like to have watched TV.

Some patients specifically stated programs such as informational needs of the cancer

patient, or comic programmes to make them laugh. Ten of the patients ticked ‘don’t

know’.

Question 14 — Do you have any suggestions for the waiting room?

A total of twenty nine did come up with suggestions.

Firstly videos;-

‘Peoples programmes who have suffered and any advice for others’.

‘Maybe the chance to see video interviews and diary extracts from

patients before, during and after treatment and the chance to visit people

who are willing whilst having chemo and radiotherapy’

‘An informative video on the radiotherapy treatment, i.e. an interview
“with recent patients would probably ease the worry of new patients’.

Secondly the following are comments concerning the facilities in the department:
‘Drinking water; the drinking water in the big waiting area was often
empty’.

‘Few more chairs — each patients seems to bring someone else with them
for transporting or support. Other than this waiting room quite pleasant’.
‘More chairs’

‘More space’

‘It always seemed rather crowded to me’

‘More space — but as that is not possible, a good job is being done’

‘A bit crowded sometimes but this is understandable’

“The main waiting room was satisfactory but one end of the corridor was
drab and uncomfortable’

‘More up-to-date magazines with a more rapid turnover’.

‘Would have liked to have been able to use the facilities such as
aromatherapy’.

‘Some of the food smells from the coffee shop were off putting due to

feelings of nausea’.




APPENDIX 37
Analysis of Research Questionnaire at 2 Years Post
Treatment




Analysis of Research Questionnaire Given at 2 Years Post Treatment

The research questionnaire consists of eight main questions, which relate to

physical well-being, social support and psychological well-being (Appendix 21).
Physical well being

Question 1 — Do you still have any problems related to your radiotherapy? If yes,
please write down what the problem is.

Six months ago, 41% of patients had problems. Two years after treatment,
this has fallen to 20%. This cohort consisted of seventeen (20%) radical patients and
one (20%) palliative. The most affected sites were gastrointestinal (75%),
gynaecological (43%), NHL (50%). Those patients who were aged 65 and over had
far fewer problems than the other age groups.

Those patients who did not have any problems were significantly less anxious
than those patients who did (p=0.034).

The most frequent comment was:

‘Soreness and dryness’
Other common problems associated with radiation to the pelvic region gave rise to
comments such as

‘Diarrhoea and flatulence’

‘Intolerance of certain foods’
Question 2 — Do you feel tired?

Only 93% of the patients answered this question of which 38% were still tired.
This cohort consisted of 41% of radical and 67% of palliative women, 22% of radical
men and all the palliative men (2). The most commonly affected sites were breast,
head and neck, gynaecological, NHL and bladder. In the last questionnaire, a third of
patients said they were tired.

Those patients who felt tired were significantly more anxious (p=0.009), more
depressed (p<0.001) and distressed (p<0.001) than those patients who were not tired.

Question 3 — Have you had further problems related to your cancer, if so what?



A total of 14% had further problems and these included spread of disease and
more radiotherapy or surgery. A range of comments was written:
‘Poor general health (effects of menopause brought upon by tamoxifen)’
‘Not sure, gaining weight due to huge appetite I have now’
‘Modules removed but luckily no cancer’
‘Ultrasound found cyst, yearly mammograms now’
Do you think this is due to your radiotherapy treatment?
Six patients did feel that their problems were related to their treatment, two
breast patients, one skin, one gastrointestinal, two gynaecological,
Question 4 — Compared with May 1995 Do you feel better, worse or no change?
A total of 34% of patients was feeling better, 63% ‘no change’ and 3% worse.
The patients who felt worse were one radical female breast patient, one radical male
lung patient and one radical woman skin patient.
Those patients who felt worse were significantly more depressed (p=0.010,
Post Hoc Tukey) than those patients who felt better.

Psychological well being

Question S — Looking back over your treatment, has your experience had a positive
effect? Or a negative effect?

A total of 91% of the patients felt that the experience was a positive one, only
four radical male and female patients did not.

Three patients thought it had a negative effect; two were female radical
patients and one male radical patient.
Question 8 — Please tick the words that best describe how you feel now — Happy,
Uncertain, Thankful, Fearful, Content, Depressed, Careful, Anxious, Listless,
Other.

Patients could respond to as many words as they felt were appropriate to them.
Thankful was ticked by 61% (58), happy by 47% (45), content by 42% (40), uncertain

by 22% (21), careful by 14% (13), listless by 10% (10), 6% still felt fearful, 5% felt
depressed and 2% (2) ticked ‘other’.



Social Support

Question 7 - Have you contacted the Lynda Jackson Centre? If yes could you
please tell us why?

A booklet was sent out with the questionnaires at eighteen months on ‘Coping
now that your Radiotherapy Treatment is finished’, which was produced by the Lynda
Jackson Macmillan Centre. Patients had also received a pamphlet about the Centre
with the other postal questionnaires. A total of eleven (12%) of patients had
contacted the centre, eight radical and one palliative woman and two radical men.

The reasons were various:

‘I needed information and they were helpful’
‘Personal problems related to cancer’
‘Immediately after treatment in connection with diet and diarrhoea. They
were very helpful’
‘To have a massage, but was refused treatment’
‘To talk’
‘Had a talk about my mastectomy’
“The staff are so friendly and supportive. A chat with them at a relaxation
session is very reassuring’.
‘To get some literature regarding how to explain my iliness to my
daughter and to buy a relaxation tape and a Christmas card’
‘If the end comes earlier than expected’
Question 8 — Have you since the last questionnaire received any new
complementary medicine including counselling? )

Only four radically treated women had participated in a new complementary

medicine.
A final question, which comes into ‘Other’ category:
Question 6 — Has you life changed since your treatment? If yes, can you say how?

A total of 37% of patients felt their life had changed, 39% of the female
radicals, 32% of the male radicals. 33% of the female palliative and 50%of the male
palliative patients.

The comments varied between negative and positive.



‘I can’t do as much as I used to’

‘I worry more about my health’

‘Cancer is now widespread and terminal’.

‘Seemed to have slowed down — very tired’.

‘Cannot do some of the things I used to do’

‘More aware that life is short’

‘Makes me appreciate each day that my quality of life improves’

‘Fitter’

‘Taking things more slowly’

‘Made me aware that trivial things are not so important and family and friends
come first’

‘General outlook — take more time for myself. Have more family holidays’
‘Grateful for life’

‘I do as much as I can - life is too precious to waste time’

‘Made me appreciate everything and be very grateful’

‘A very different outlook on life in general’

‘I try to relax more — I try not to get “wound up” about small things’

‘Got better’.
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Analysis of Research Questionnaire Given at 3 Years Post Treatment

The research questionnaire consisted on 13 main questions with some subsets. (See
Appendix 22). The questions were divided into four different sections: physical well-

being, information and control, social support and psychological well-being.
Physical well being

Question 1 — Do you still have any of the problems related to your radiotherapy that

you mentioned before? If yes, please write down what the problem is.

29% of the patients still had problems. This cohort consisted of 29% radical
patients and 25% palliative (one patient), and further subdivided into 28% of the
radical women patients, 32% of the radical male patients and one palliative male
patient. A year ago, 20% of patients had side-effects.

The problems varied according to the site.

Comments from breast patients were:

‘Slight sensitivity on mastectomy scar’
‘Have slight twinges in scar area’
‘Lymphoedaema’
‘Sometimes it’s a bit of a pain’
Comments from head and neck patients included the following:
‘Pain in my neck and shoulder bone’
‘Surprised to find that neck can still be a bit painful- very slight’
‘Difficulty in swallowing’
‘Sore outside of nose’
‘Very dry mouth, unable to eat’.

Those patients who had radiation to the pelvic area made the following comments:
‘Bladder control is just that bit more difficult — though manageable. Dr
warned me of this at the time’

‘Dry skin’
‘Radiation colitis — Pains in lower bowel and sometimes bleeding

‘No control with bowels’.



Patients who had radiation to the upper torso

‘Sore chest, can’t eat hot food’

‘Energy level not returned for golf say’

‘Tiredness, lack of concentration’.
Question 2 — Have you any new problems that you think are due to radiotherapy?
If yes, please write down what the problem is?

Seven radical patients, two men and five women felt they did have a new
problem as a result of their radiotherapy treatment three years earlier. The problems
were varied:

‘Loss of teeth’

‘My GP thinks stress is a lot to do with radiotherapy’

‘Extreme discomfort on sexual penetration, coupled with slight blood

loss’

‘Skin area is a bit tight’

‘Osteoporosis in the shoulder’

‘Radiation affected the heart muscle, could not be helped as tumour

attached there’
Question 3 — Have you had any new problems that you think are related to your
cancer? If so, what? '

A total of twelve (14%) felt they did have a new problem related to their
cancer. This cohort consisted of 13% of the radical women patients, 14% of the
radical men patients and one palliative female patient. A variety of comments were
written;

‘Cancer of the lining of the womb’

‘Neck ache’

‘Continued urinary infection’

‘I could feel some pain in my chest but not in the same place every time’
‘I have a stricture, I do not know if it is related’

‘Mood swings’

‘Operation, part breast off, no cancer found’.

‘Blood in my water’

‘My scar and behind it is very tender’




‘I think my changed attitude to sexual contact is directly related to my
cancer’
‘Short of memory and always very tired’.

Those patients who though they had a new problem related to their cancer
were significantly more anxious than those who did not (p=0.005).
Question 4 — Do you feel tired?

A year ago, 50% of patients were tired. Three years after treatment, 49% are
tired. 70% of the patients aged between 26-50 are tired as compared with 40% of the
50-65 and 48% of the 65 plus group. This diffefence was not significant. All the
palliative patients were tired, compared with 43% of the radical patients. Last year,
only one of the palliative patients felt tired.

Those patients who felt tired were significantly more anxious, (p=0.001), more
depressed, (p=0.001) and distressed (p=0.001) than those who did not feel tired.
Question 5 — Compared with November 1995, do you now feel better, worse, no
change?

Three years after treatment, 40% are feeling better than they did the previous
year, 53% feel the same and 7% feel worse than last year. The six patients who are
feeling worse consisted of a palliative breast patient, a radical ‘other’ category patient,
two skin patients and radical gynaecological patient and a NHL patient. Last year,
46% felt better, 48% felt the same and 5% felt worse.

Those patients who felt better or the same were significantly less depressed
than those patients who felt worse (p=0.001 Post Hoc Tukey).

Question 6 — How are you sleeping? No problem, Trouble going to sleep, Awake
early, other? "

Over half (52%) of the patients were experiencing sleeping problems, 18%
had trouble going to sleep, 24% awoke early and 10% had ‘other’ problems. Some
patients who ticked ‘Other’ wrote comments which include:

‘Wanted to sleep all day’
‘Broken sleep’
‘Disturbed erratic sleep’
‘I wake in the night’

‘Sleep intermittently’



Those patients who did not have a problem sleeping, or just had trouble going
to sleep where significantly less anxious (p=0.001 Post Hoc Tukey) and depressed
(p=0.001 Post Hoc Tukey) than those patients who woke early or cited ‘other’.
Question 7 — How is your appetite? Good, Bad, Normal?

For the majority of patients (61%) it was good, 33% felt it was normal and 7%
felt it was bad. Those patients who said their appetite was bad consisted of four
radical breast patients, one radical head and neck patient and one palliative NHL
patient.

Those patients whose appetite was normal or good were significantly less
anxious (p=0.001, Post Hoc Tukey) and depressed (p=0.006) than those whose
appetite was bad. (Group sizes are unequal Type 1 error is not guaranteed).

Question 8 — Have you lost weight, gained weight, remained the same?

Six patients had lost weight, five radical breast patients and one radical head
and neck patient. A total of 42% of the radical patients and one palliative patient had
gained weight. 51% of the patients weight had remained stable. One patient wrote:

‘Bad appetite she did not think was related to cancer or its therapy but
HRT. Now stopped HRT but can’t lose weight. Eat far less than average’
Those patients who had lost weight were significantly more anxious than those
‘who had not (p=0.001, Post Hoc Tukey) (Group sizes unéqﬁal Type 1 error not
guaranteed).
Question 11 — Have you had any further radiotherapy treatment since September
1993? If yes did you find the experience any different? If yes, How.

Three patients had more radiotherapy treatment, one radical gynaecological

patient, one radical NHL patient and one radical ‘other’ site patient. One"patient

wrote that he found the experience different as this time he had treatment to his penis!
Information and Control

Question 9 — Do you need to seek any information about your cancer now? If so,

what?

Seven radical patients, four female breast patients, one prostate and one NHL

felt they needed more information. Patients’ comments included the following:



‘A six monthly check with Consultant’
‘To make sure I am alright’
‘What problems may I have in the future from radiotherapy’?
‘More information on the pros and cons of tamoxifen’
‘Where I would find anymore lumps’
‘To have a blood sample’
No significant differences were found with those patients who wanted more
information.
Question 8 — Have you tried any new complementary medicine in the last year?
Five patients had tried new complementary medicine, all were women radical
patients. No significant differences were found in anxiety or depression for those who

had participated in complementary medicine and those who had not.

Social Support

Question 10 — Do you belong to a Cancer Patient Support Group?

Four patients belonged to a Cancer Patient Support Group, two radical breast
women, one head and neck patient and one from site categorised as ‘Other’. There
was no significant difference between those patients who belong to a Cancer Support

Group and those who did not.

Psychological well-being

Question 12 — Has anything sad/happy happened to you in the last year? If so
what?
From the eighty seven patients who responded, 45% replied in the affirmative.

The following are comments from patients who had experienced sadness.

‘My daughter-in-law passed away with cancer and my son tried to commit

suicide’

‘My husband behaviour has changed. He’s depressed all the time, drinks

a lot and fights with me (physical) which leaves me very stressed all the

time and very unhappy’



‘My sick 13 year old granddaughter has been put into a residential home
too far away for them to visit’
‘My daughter is moving to the USA’
‘My daughter has left her husband and living with us and my
grandchildren’
‘Polyp removed from bowel’
‘Prostate op’
‘6 weeks of shingles in the eye and head’
‘T have had to retire early on health ground’
‘Financial problems’
‘Moved house’
The following are ‘happy’ comments
‘My daughter got 4 ‘A’s at 'A' level’
‘Daughter’s wedding’
‘Son’s wedding’
‘My daughter had a baby’
‘My first grandchild was born and my son gained entry to university and
passed his driving test’

‘I became a great grandfather’.
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Analysis of Research Questionnaire Given at 4 Years Post Treatment

The research questionnaire (See Appendix 25) consisted of nine main
questions with some subsets. The questions were divided into three different sections;

physical well-being, social support, psychological well-being.
Physical Well-Being

Question 1 — Do you still have any of the problems related to your radiotherapy that
you mentioned before? If yes, please write down what the problem is.

Last year 29% felt they still had a problem related to their radiotherapy
treatment. This year, it had fallen to 23% (17), with 23% (16) radicals and 25% (1)
palliative. This cohort consisted of five radical breast patients, one radical skin
patient, one radical gastro intestinal, two radical head and neck patients, two
gynaecological patients, three radical NHL patients and one palliative NHL patient,
one radical bladder patient and one of ‘unknown’ origin. None of the prostate
patients felt they had a problem now. Only one of the remaining palliative patients
had a problem related to his treatment. All the NHL felt they had side-effects from
their treatment. Significance was not reached with the variables of gender and
treatment. The NHL patients wrote:

‘Very -dry mouth and very tired still’
‘Persistent dry mouth’
‘Tiredness, lack of concentration and nervousness’
‘Skin is still tight’
The patient whose tumour was of ‘Unknown origin wrote
‘My neck gets spasms of pain on the right and my shoulder’
Head and neck patients also refer to dry mouth symptoms:
‘Dry mouth, soreness each side of nose, jaw bone, inside of ears and itchy
head’.
Breast patients referred to soreness and pain:
‘Cramp down side of ribs and not enough strength to pull myself up (i.e. getting
out of the bath)’



‘Pain in the arm and across the chest’
‘Painful shoulder’
‘Lymphodaema’
‘Implant pushed out of position caused by combination of surgery and
radiotherapy’
The skin patient referred to:
‘My eyebrows and chin get very itchy at times’
A cancer of the cervix patient cited
‘IB.S’
and another gynaecological patient
‘Intermittent bouts of diarrhoea but less often than in the last period, but
none the less just as embarrassing at the time!’
A colon patient wrote:
‘Irregular bowel function’
Question 2 — Have you had any new problems in 1997 that you think are due to
radiotherapy? If yes, please write down what the problem is.

Only five patients felt they had a new problem, which was due to their
radiotherapy treatment, four radical breast patients and one radical head and neck
patient.

The problems for the breast ladies varied from:
‘Numbness of inner left hand’
‘Cramps’
‘Hardening of breast’
‘Indigestion’
The only male patient had radiotherapy to his head and neck wrote:
‘Blocked tear duct and watery eye’
Question 3 — Have you had any new problems in 1997 that you think are related to
your cancer? If so, what?

Nine (12%) patients felt they had a new problem related to their cancer. Two
of the palliative patients had developed new cancers. A NHL patient had a tumour
surgically removed from her eye. Other patients complained of fibroids and lumps

recurring. A prostate patient cited



‘An increase in PSA levels’
Significance was not reached in anxiety and depression with those patients who had
new problems.
Question 4 — Have you had any further treatment since September 1993? If so
what? Radiotherapy, Chemotherapy, Hormone therapy, Other, medicines including
anti-depressants.

A total of seventeen (22%) patients had received further treatment since
September 1993.

Three patients (4%) had received further radiotherapy treatment. Two had
treatment for new primaries and one for metastasis following cancer of the breast.

Four patients (6%) had received chemotherapy including two women breast
patients and two gastro-intestinal patients.

Seven patients (9%)had received hormonal therapy. Six were breast patients
on tamoxifen and one was a prostate patient.

Three (4%) patients were on antidepressants. Five patients (5%) had written
that they had undergone more surgery. Unfortunately, this had been left from the list
and this number could be larger. Four out of the five patients appeared to have new
primaries and the fifth was a cystoscopy for a prostate patient.

Question 5 — Do you feel tired?

Last year, 49% of the patients were tired, this year, 42% of the participating
patients are tired. 40% of the radical patients and 75% of the palliative patients felt
tired. .

Those patients who felt tired were significantly more anxious (p=0.001) and
depressed (p=0.001) and distressed (p=0.001) than those patients who were not tired.

There was a significant difference in anxiety and depression according to age
and whether patients were tired or not (p=0.01). A post Hoc Tukey showed that those
patients who were aged between 26-50 were significantly more anxious than those
patients aged between 50 and 65 and those aged over 65 if they had responded that
they were tired. . Similarly, those patients aged between 50-65 were significantly less

depressed than those patients aged over 65 or aged between 26-50.



Question 6 — Compared with November 1996, do you feel better, worse or no
change?

Fifteen (20%) patients now felt better compared with last year, five (7%) felt worse
and 72% (55) had remained stable. Last year, 40% of patients felt better, 53% felt the
same and 7% felt worse. Those patients who felt worse consisted of two radical

breast patients, two radical skin patients and one palliative breast patient.

Social Support

Question 7 — Have you tried any complementary medicines in the last year e.g.
aromatherapy, acupuncture, counselling? If so what?

Five patients (7%) had tried complementary medicine. Four of these were
women, three breast patients and one gynaecological. The man was a head and neck
patient whom had the occasional massage. One of the breast patients wrote

‘Been to spiritual healing, but this was not for her cancer but for her

painful legs!’
The other breast patients used reflexology and relaxation.
Question 9 — We are currently undertaking a study to evaluate a telephone support
system. Six patients will talk together for approximately an hour each week for
Sfour weeks. This is done in the privacy of their own homes via a telephone link.
Two professionals will also be linked in to offer support if necessary. All these
telephone calls are being paid for. Some patients will have just completed
radiotherapy treatment and will be waiting for their first follow up appointment.
Others will have finished some time ago. Each group is either male or female and
patients can be of any age. Would you be interested in participating in such a
group?

A total of thirteen patients said they would be interested. Six of these patients

were being treated for cancer of the breast, the rest came from assorted sites. Men

and women were equally represented.



Psychological Well-Being

Question 8 — Since your cancer have your relationships with friend remained the
same, got more superficial, got closer, other. Has your circle of friends increased,
decreased, changed, other, please specify.

The majority (87%) of patients’ relationships has remained the same. The
other 13% felt their relationships had got closer.

A total of 45% of women felt their circle of friends had increased in
comparison with 29% of men. As this population tends to be older, patients wrote
that they had a decrease in relationships as many of the contemporaries had died.
41% of the women thought that their relationships had remained unchanged in

comparison with 62% of the men.
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Analysis of Research Questionnaire Given at S Years

This final questionnaire (see Apendix27) consisted of thirteen questions with
some subsets. The questions were divided into four different sections: physical well-

being, information and control, social support and psychological well-being.
Physical well being

Question 1 — Do you still have any of the problems related to your radiotherapy that
you mentioned before? If yes, please write down what the problem is.

This question has been included in all the previous questionnaires. At the time
of the first research questionnaire, which was given to patients on the last day of their
treatment, 60% of the patients felt they had symptoms due to their radiotherapy
treatment. Four years after treatment, 22% felt they still had a problem and, five years
after, this percentage has risen to 28%, 22 patients. 7%, six patients, all men, said
they could not remember.

Three of the palliative patients did not have a problem and one said

‘he could not remember’

There was an increase in breast and prostate patients with problems. At the
time of the first questionnaire, 60% of patients being treated for breast cancer had
side-effects. This had dropped to 13% last year. This year, it has increased to 22%.
Prostate patients, too, had an increase in problems this year with 60% experiencing
problems, last year, none of the prostate patients had a problem. Previously, all the
patients suffering from NHL experienced side-effects, however, by five years post
treatment, this has fallen to 75%.

Those patients who said they could not remember if they had mentioned a
problem before were significantly more anxious (p=0.006) and significantly more
distressed (p=0.008) than those patients that answered yes or no.

Not all patients wrote the problem down. Those patients suffering from

cancer of the breast mainly complained about

‘Excess heat and numbness in upper arm. Also some swelling of the

wrist’



‘Lymphodaema’

‘Weakness in left arm’

‘I find movement in my left arm on the side I had radiotherapy quite

painful at time’

“Very occasional pain the hollow of neck. Ditto breast pain’

‘Scarring of the tissues’

‘Displaced implant following surgery and radiotherapy’

“When tired feel sick in area of radiotherapy — more like nausea’.
Three of the five remaining cancer of the prostate patients had problems:

‘Sex’

*Still have little energy’

“Nocturnal bathroom visits, continued flatulence’

Patients suffering from cancer of the cervix made the following comments:
‘Regular diarrhoea and appearances of blood in my urine from time to
time’

‘Greater frequency on passing water’

A colon patient wrote

‘Wind and bowel irregularities — side-effects from HRT”
A skin patient wrote

‘Itchy at times’

NHL patients complained of

‘Tightness of the skin’
‘Bad arm/shoulder, swollen ankle’
Patients who had tumours of the head and neck immediately after treatment suffered
quite badly. On the present survey, only one patient made a comment:
‘Very dry mouth’
and the only surviving lung patient wrote
‘Sore chest’
A patient being treated for Hodgkin’s Disease wrote:
‘Knackered circulation — especially in cold weather and increased
tiredness as a result’,

and the one patient suffering from a tumour of unknown origin wrote:



‘Neck and right shoulder pain’
Question 2 — Have you had any new problems in 1998 that you think are due to
radiotherapy? If yes, please write down what the problem is.

Only one woman patient suffering from NHL felt she had a new problem.
Seven (9%) patients were not sure. The NHL patient wrote:

‘Bad arm, shoulder swollen’.
A man who had been treated for cancer of the larynx wrote
‘Dryness on my face, blotches over the cheeks’
A breast patient wrote:
‘Left hand carpel tunnel problem. Beginning now in right hand so may
not be due to radiotherapy. Have seen Dr.’
Question 3 — Have you had any new problems in 1998 that you think are related to
your cancer?

Eight (10%) patients now felt they had a problem, which could be attributed to
their cancer. Only one of the patients was being treated palliatively. These eight
patients were being treated for a variety of different site cancers; two had cancer of
the breast, two cancer of the skin, one head and neck, one NHL, one prostate and one
cervix. The cervix patient wrote

‘Stomach tumour removed. Chemotherapy suggested but I declined’
The patient being treated for bladder cancer said:
‘T have begun bleeding into my urostomy bag and am undergoing more
tests’
The breast patient wrote:
‘Hysterectomy’
Skin patient wrote:
“Two more rodent ulcers removed from my face’
Prostate patient said:
‘Cancer returned to prostate — or did it ever go?’

Finally, a patient who had previously been treated for cancer of the larynx now stated
that he had

‘Cancer of the prostate’



Question 5 — Do you feel tired?

This question has been asked in the previous questionnaires. Last year, 42%
of this population felt tired. This year it has risen to 46%.

Patients that were tired were significantly more anxious, (p=0.032),
significantly more depressed, (P=0.015) and significantly more distressed (p=0.010)
than patients who were not tired. Further analysis using GLM showed that age and
tiredness reached significance. Patients that felt tired were significantly more
depressed p=0.009. Similarly, Post Hoc Tukey showed that patients aged 65 plus
were significantly more depressed (p=0.008) than those patients aged 50-65.
Question 6 — Compared with November 1997, do you feel better, worse, no change.

Since the questionnaires last year, fifty (67%) patients felt their condition had
not changed, twenty two (28%) felt better and seven (9%) felt their condition had got
worse.

One patient wrote that he was feeling worse:
‘Due to recent heart problems’

One year ago, 21% felt better and 72% felt no change in their condition.

Analysis showed that those patients who felt better had significantly lower
anxiety (p=0.002) and depression (p=0.007) and distress (p=0.007). A Post Hoc
Tukey showed that patients who felt better had significantly lower anxiety than those
patients who felt worse (p=0.003) and those patients who had ‘no change’ (p=0.048).
Similarly, those patients who felt better were significantly less depressed than those

patients who felt worse (p=0.005) and less distressed (p=0.007).
Social Support

Question 4 — Looking back over the last 5 years do you feel that you could have
received more help for any of the problems you have experienced?

Seven (9%) patients felt they could have had more support, three were breast
patients, one prostate, one head and neck and one NHL. A woman NHL patient
wrote:

‘More explanations out everything’

A man wrote;



‘Regular massage/acupuncture form a fully experienced expert’.
Four breast patients wrote comments:
‘Lymph drainage. Massage regularly on the NHS’
‘I worry more about any unusual pain that I get’
‘A talk, before half my breast was taken away it has taken my over a year
to get over this. Counselling to patients seems to have been overlooked’

A man who had returned to the radiotherapy department for further treatment wrote:
‘In the first instance I don’t think I was made fully aware of all the help or
assistance’.

Finally a cervix patient wrote:

‘A better knowledge of the affect the radiotherapy would have on my
bowel and bladder in the first instance would have allayed lots of worries
later associated to these problems’.

Question 7 — Have you tried any complementary medicines in the last year e.g.

aromatherapy, acupuncture, reflexology? If so, what?

Nine patients (11%) had tried complementary therapies in the last year. All -
were women. None of the palliative patients had participated. Last year, five patients
responded in the affirmative. The five breast patients had participated in a variety of
therapies.

‘Reflexology, relaxation, aromatherapy’

was cited by one patient
‘Aromatherapy, acupuncture and reflexology’

was cited by another. Another two of the women had participated in aromatherapy

and one in homeopathy. Two cervix patients had received aromatherapy and a colon

patient had used chiropractise. A patient suffering from Hodgkin’s Disease wrote:
‘Reflexology — once a week. Tell all your clients to have it — as it is
tremendously helpful — particularly post treatment’.

Significance was not reached with any of the variables.

Question 8 — In the last year have you changed your diet, started an exercise

program, joined a support group or similar, which could be labelled self-help?

Seventeen patients (22%) had participated in some positive self-help. None of

the palliative patients was in this group. Nine of the patients had changed their diet,



three of them for other illnesses — two were suffering from diabetes and one from
arthritis.
Several patients specifically mentioned low fat diet coupled with exercise. (This
survey was taken at Christmas). Eight patients wrote
‘Exercise’.

This ranged form dog walking, joining a gym to ballroom dancing. One patient was
doing specific exercise for his heart.

Two patients had joined a support group — one a laryngectomy club and the
other a telephone support line.

No significant differences were found in patients whom had used this positive

self-help and those whom had not.
Psychological well being

Question 9 — Looking back over the last five years can you tell us what you found
were the three most difficult experiences for you, in order, starting with the worse,
then the nest worse? E.g. getting the diagnosis, surgery, radiotherapy,
chemotherapy, hormone therapy, waiting for test results, some other experience.
Getting the diagnosis was the most difficult time for 66% of patients. One
patient wrote A
‘Being given the diagnosis after being assured for 18 months that the lump
was benign’
A further 8% felt waiting for test results was the most difficult time, 7% wrote
surgery, 5% chemotherapy, 5% radiotherapy and 10% ‘Other’.
Other was made up of wide ranging comments, which reflected patients own
personal difficulties, such as:
‘Not tasting food’
‘Delay in starting treatment’
‘Drinking a lot of water before the scan’
‘Finding my way around Mount Vernon Hospital®

“Trying to find help — never have cancer in the summer holidays’.



The second worst experience for patients was surgery (29%), closely followed
by radiotherapy (24%), then ‘getting test results (16%) and then ‘getting the diagnosis
(16%). 3% voted respectively for ‘side-effects’ of radiotherapy, chemotherapy and
information on and making of prosthesis. ‘Other’ accounted for 11% of the patients,
which included:

‘Gamma-med’

‘A loss of personal privacy’

‘Giving up golf’

‘Discussing it with the family’

“Unable to go on holiday’
“Finding a parking place’

“Told cancer returned’.

The third worst experience for patients undergoing treatment was
radiotherapy, with 28% of patients, especially men, making this their choice,. Second
came ‘test results’ with 23%, followed by surgery (11%), with chemotherapy and
initial diagnosis (6%) jointly in fourth place. Fifth was ‘side effects’ of radiotherapy
(3%). The ‘other’ category accounted for 20% with comments such as:

‘Recurrent new lump’

“Unable to eat’

‘Worry about the treatment’

‘Worry about long-term synopsis

‘The length of time to recover’

‘The almost immediate and extremely disturbing effect the radiotherapy
had on my bowel’

‘Not being able to walk without someone’

‘Wrong diagnosis’

‘Working while having radiotherapy’

‘Not being able to reach for dressings in my locker’
"The realization of what one mentally had’

*The matter of fact way in which things were handled’

"Waiting between surgery and treatment’.



Question 10 — Looking back over the past five years can you tell us the worst three
times for your family/close friends, in order, starting with the worse, then next etc.
Getting the diagnosis, surgery, hormone therapy, waiting for test results or some
other experience like waiting between surgery and radiotherapy, or after
radiotherapy.

91% of patients answered this, presumably some patients were not able to ask
their friends or family. A total of 70% thought getting the diagnosis was the worst
time, 10% thought ‘waiting for the results’ and 4% thought chemotherapy.
Radiotherapy was not mentioned and one patient only mentioned surgery. A further
8% included such comments as:

‘Side-effects of radiotherapy

“Travelling for 6 and a half weeks to Mount Vernon for radiotherapy’
“When the cancer returned’

‘Seeing how upset I was with hair loss etc during chemotherapy’

The second worse experience was surgery, 43%, then ‘test results’ (22%),
radiotherapy (14%), ‘getting the diagnosis (5%), ‘worry about treatment’ (4%). A
further 12% included such comments as:

‘Worry about long-term’
‘The worry that it might come back again’
“The waiting and waiting’
‘Being told the cancer has returned’
‘Waiting for surgery’

- ‘Worry about the length of time to recover’.

The third worse experience for friends and family was radiotherapy (30%),
then ‘test results’ (7%), surgery (15%), worry about long-term outlook (7%)
chemotherapy and ‘endless waiting (6%) respectively. Comments included:

‘“Wrong diagnosis’
‘Matter of fact attitude’
‘Side-effects of radiotherapy’
One patient did not tick anything but wrote
‘T live on my own and didn’t tell the family until I went for surgery. They

don’t live close by and have their own problems’.



Question 14 — Now that the study is finishing will you tell us how you felt about
taking part? Please tick any that apply
I found it helpful to be participating in something that would help other patients
I found it helpful because it reminded me of my cancer
It helped me come to terms with my illness
It gave me confidence to talk with my doctor
It made me realize my reactions were normal
It made me worry in case I experienced any of these problems or feelings.

Patients did tick several boxes if it was felt appropriate.

A total of 91% of patients found it helpful to participate in something that
would help other patients.
Only seven (9%) found it helpful as it reminded them of their cancer. The seven
included four patients being treated for breast cancer, two had skin cancer and one
head and neck patient.

A total of 41% thought that the study helped them to come to terms with their
iliness, twenty women and thirteen men.

One third of the patients thought the study had made them more confident to
. talk with their doctor. Over half (52%) thought that the study made them realize that

their reactions were normal and only five (6%) felt worried by the study.
Information and Control

Question 12 — Would you like to be sent a summary of this study?

Sixty (76%) wanted to receive a summary. Nearly half of the men and 25% of
the women did not want to receive one.
Question 13 — Would you be interested to meet others who took part in this study?
Would you agree to us contacting you?

A quarter of patients said they would be interested in meeting others who took
part in the study. One woman wrote:

"don’t know’.
The cohort who was interested consisted of 26% women and 22% men. One

patient wrote




‘Sorry No I really want to put the whole thing behind me. 1 have moved
on in leaps and bounds over the past five years.
Nearly three quarters (72%) said they would agree to us contacting them, 77%
of the men and 70% of the women.
Finally patients were asked
Do you have any comments to make?
The following are quotes from patients and are divided into the following
sections,
1. their feelings.
the questionnaires.
support issues.
positive attitudes in coping with cancer.
the altruistic aspect of this study

their physical condition

A S

positive responses to the staff.

1. Their Feelings
‘Taking part in this series of questionnaires actually helped me to think
about and admit what I was feeling about my treatment. I am not very
good at admitting how I feel about things, but just being able to circle or
tick something which affected me helped me to face the way I was feeling
at the time’
‘T could not discuss my feelings with anyone and even now only a few
people know so that the questionnaires dealt with my deep mind’
‘It made me feel lucky that I had not many problems and came to term
with my illness’ |
‘This study seemed to sum up how I was feeling and this made me realize
my feelings were “normal”.
“This is not something I like doing too frequently’
‘I am glad I took part in the research, I knew that there were a lot of other

people taking part in it and it made me feel I was not alone in my illness’.




2. The Questionnaires
‘] found the to-ing and fro-ing of the questions a bit dizzying. The
“strongly disagree”, “agree” gets me cross-eyed. I never knew if 1 put
what I intended’.
‘Sometimes how I answered the questions depended upon how I felt at the
time which may not have any bearing on the cancer, e.g. answering
questionnaire following a heavy cold or a difficult time at work. Some
questions felt repetitive some I had mixed feelings about which made
them difficult to answer’
‘A bit laborious but OK as it is only once a year’
‘When you believe yourself to be cured it is rather irritating to keep
answering the same questions. The same questions put another way is
also very annoying. I understand however why the information is useful.
The questions are rather black and white and one cannot qualify. The
questions make one realize what it would be like if incurable cancer was
ever one’s diagnosis’
‘Questions about my physical and mental state were quite easy and
straight forward’
‘Occasionally I felt confused when answering the questions because I
wasn’t sure whether problems I experienced were attributable to my
cancer or not. Also self-evaluation — are we supposed to evaluate our
moods/state of mind in general terms or only as relating to our cancer’.
‘I sometimes found it difficult with the negative questions I find it easier
with the positive questions. I have also found it difficult with degrees of
answer e.g. as in disagree- strongly, moderately, slightly’.

3. Support Issues

“’T found the chemotherapy very frightening and would have given up
after three months if I had not had the support of my husband’
‘Yes, Macmillan nurses seem to take an interest when diagnosed with
cancer and then they never seem to be there anymore. Anyhow I’m really

well and getting on with my life’




‘Normally at the 5 year mark appointments are gradually trailed off — She
wants to keep me, still once a year. It is extremely reassuring to have this
support’.

4. Positive Attitudes in Coping with Cancer
‘I would like to say that one has to be positive and each day/year is a
bonus’
‘Although I wanted to help I didn’t like being reminded. Being a positive
person I don’t like looking backwards’
‘I found being positive about having cancer helped me to cope with it’
‘Having a positive mental attitude throughout I believe has helped me
through it along with a little help from my friend’

5. The Altruistic Aspect of this Study
‘I think if more people’s reactions were asked for and collated and
expressed by the medical profession cancer wouldn’t appear so scaring.
This is why it is important for patients to help other it may apply to’.
‘I hope the responses you have received will help fellow sufferers’
‘The study has been helpful to me in respect I felt in some small way
helping future sufferers and that I wasn’t just forgotten about after
treatment. The trouble was radiotherapy didn’t kill off all the cancer cells
so I am told’
‘Taking part in the survey made me realize that there are many more
people who are going through the same traumas as me and knowing that
the survey may help others has helped me

6. Their Physical Condition
‘Drugs I need to take would appear to have adverse result i.e. blood
pressure, heart, gout, water retention, diabetes, thyroid’
‘I do not think my trouble was too serious (skin patient), I would not have
been too concerned if I had to have further treatment’
‘The Zoladex injections I have once a month in the surgery have reduced
the cancer level and T am extremely grateful for this’.

7. Positive Response to the Staff
“To thank staff for their kindness and help in taking worry away’.
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‘I was treated very well indeed and everyone so very kind and helpful’
“Thank you for all you do’
‘It’s good to know that you and others care’
‘It’s nice to know that somewhere somebody cares. At 76 years of age,
it’s more unusual. Thank you’
‘T found everybody so kind right from start to finish’
‘The treatment from surgeon to doctors and nurses at the hospitals both
MYV and Watford G were so wonderful, they helped me through the whole
time. There is always an exception to this and that was a nurse who was
supposed to be a cancer patient support — But she was soon sorted — so for
all forgotten’
“To express my gratitude for immediate and effective treatment received
which has extended my life by 5 years so far’
“Thanks to all the people at MV who helped me to reach where I am now.
A very successful businesswoman in the cleaning business called
Supermaids’

Finally, two miscellaneous comments
‘I now would like to be left alone to get on with my life and try to forget
the past as much as possible’

‘My sense of humour helps when I feel a bit down in the mouth’.
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APPENDIX 41
Table30: Demographic and Medical Characteristics at 1
Year Post Treatment




Table 30: Showing Demographic And Medical Characteristics at 1 Year Post

Treatment

DEMOGRAPHIC Nos %o MEDICAL Nos %

Gender Sites
Female 82 69.0 Breast* 61 51.0
Male 36 31.0 Lung 7 5.0
Prostate 7 7.0
Social Class Skin** 12 10.0
Other*** 5 4.0
Class A 5 5.0 Gastro-int 4 4.0
Class B 18 17.0 Bladder 3 3.0
Class C1 42 35.0 Head & Neck 5 4.0
Class C2 29 20.0 Gynae 7 6.0
ClassD 20 17.0 NHL 5 4.0
Unclassified 4 4.0 Unknown 2 2.0

Marital Status Treatment Intent

Married 77 67.0 Radical 101 86.0
Widowed 18 14.0 Palliative 17 14.0

Divorced 6 4.0 Ages
Single 10 8.0 18-25 0 0.0
Separated 5 4.0 26-50 22 18.0
Unknown 0 0.0 50-65 43 37.0
Partner 2 2.0 65+ 53 45.0

*
¥k
F KK

Includes one male breast patient
Includes only superficial tumours, melanoma is included in ‘others'.
Includes glioblastoma, sarcoma, mesothelioma, Hodgkin’s Disease, melanoma
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APPENDIX 42
Table31: Demographic and Medical Characteristics at 18
Months Post Treatment




Table 31: Showing Demographic And Medical Characteristics at 18 Months Post

Treatment
DEMOGRAPHIC Nos % MEDICAL Nos %
Gender Sites
Female 70 69.0 Breast* 53 52.0
Male 32 31.0 Lung 3 3.0
Prostate 6 6.0
Social Class Skin** 10 10.0
Other*** 6 6.0
Class A 6 6.0 Gastro-int 5 5.0
Class B 18 18.0 Bladder 3 3.0
Class C1 34 33.0 Head & Neck 5 5.0
Class C2 25 24.0 Gynae 5 5.0
Class D 17 17.0 NHL 4 4.0
Unclassified 0 0.0 Unknown 2 2.0
Marital Status Treatment Intent
Married 67 66.0 Radical 93 91.0
Widowed 14 14.0 Palliative 9 9.0
Divorced 6 6.0 Ages
Single 9 9.0 18-25 0 0.0
Separated 5 5.0 26-50 20 20.0
Unknown 0 0.0 50-65 42 42.0
Partner 1 1.0 65+ 40 39.0
* Includes one male breast patient
::* Includes only superficial tumours, melanoma is included in ‘others'.

Includes glioblastoma, sarcoma, mesothelioma, Hodgkin’s Disease, melanoma




APPENDIX 43
Table32: Demographic and Medical Characteristics at 2
Years Post Treatment

e




Table 32: Showing Demographic And Medical Characteristics at 2 Years Post

Treatment
DEMOGRAPHIC Nos % MEDICAL Nos %
Gender Sites

Female 68 72.0 Breast 51 54.0
Male 27 28.0 Lung 1 1.0
Prostate 5 5.0

Social Class Skin** 9 9.0
Other*** 5 5.0

Class A 4 4.0 Gastro-int 4 4.0
Class B 20 21.0 Bladder 3 3.0
Class C1 29 31.0 Head & Neck 5 5.0
Class C2 24 26.0 Gynae 7 7.0
Class D 16 18.0 NHL 4 4.0
Unclassified 0 0.0 Unknown 1 1.0

Marital Status Treatment Intent
Married 66 0.0 Radical 90 95.0
Widowed 13 0.0 Palliative 5 5.0
Divorced 3 0.0 Ages
Single 7 0.0 18-25 0 0.0
Separated 4 0.0 26-50 21 220
Unknown 0 0.0 50-65 40 42.0
Partner 2 0.0 65+ 34 36.0
*ok

rokx Includes Hodgkin’s Disease, melanoma

Includes only superficial tumours, melanoma is included in ‘others'.




APPENDIX 44
Table33: Demographic and Medical Characteristics at 3
Years Post Treatment




Table 33: Showing Demographic And Medical Characteristics at 3 Years Post

Treatment

DEMOGRAPHIC Nos %o MEDICAL Nos %o

Gender Sites
Female 68 74.0 Breast 48 52.0
Male 24 26.0 Lung 2 2.0
Prostate 5 5.0
Social Class Skin** 8 9.0
Other*** 5 5.0
Class A 5 5.0 Gastro-int 2 2.0
Class B 17 19.0 Bladder 3 3.0
Class C1 28 30.0 Head & Neck 7 8.0
Class C2 21 22.0 Gynae 7 8.0
Class D 17 18.0 NHL 4 4.0
Unclassified 0 0.0 Unknown 1 1.0

Marital Status Treatment Intent

Married 64 69.0 Radical 90 95.0
Widowed 13 14.0 Palliative 5 5.0

Divorced 3 3.0 Ages
Single 7 8.0 18-25 1 1.0
Separated 3 3.0 26-50 19 21.0
Unknown 0 0.0 50-65 38 41.0
Partner 2 2.0 65+ 34 37.0

*k

* ¥k
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Includes only superficial tumours, melanoma is included in ‘others'.
Includes, Hodgkin’s Disease, melanoma
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APPENDIX 45
Table34: Demographic and Medical Characteristics at 4
Years Post Treatment




Table 34: Showing Demographic And Medical Characteristics at 4 Years Post

Treatment
[—W DEMOGRAPHIC Nos %o MEDICAL Nos
Gender Sites

Female 54 71.0 Breast 39
Male 22 29.0 Lung 0
Prostate 5

Social Class Skin** 8
Other*** 4

Class A 4 5.0 Gastro-int 3
Class B 18 24.0 Bladder 3
Class C1 23 31.0 Head & Neck 4
Class C2 16 21.0 Gynae 5
Class D 14 19.0 NHL 4
Unclassified 0 0.0 Unknown 1

Marital Status Treatment Intent
Married 55 72.0 Radical 72
Widowed 9 12.0 Palliative 4
Divorced 2 3.0 Ages
Single 5 6.0 18-25 0
Separated 3 4.0 26-50 17
Unknown 0 0.0 50-65 29
Partner 2 3.0 65+ 30
ok

ok

e e et R

Includes Hodgkin’s Disease, melanoma

Yo

51.0

0.0

7.0

10.0

5.0

4.0

4.0

5.0

7.0

5.0

1.0

95.0

5.0

0.0

22.0

38.0

40.0

Includes only superficial tumours, melanoma is included in ‘others".




APPENDIX 46
Table35: Demographic and Medical Characteristics at 5
Years Post Treatment
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Table 35: Showing Demographic And Medical Characteristics at five years post

DEMOGRAPHIC  Nos % MEDICAL Nos %
Gender Sites
Female 57 72.0 Breast 39 49.0
Male 22 28.0 Lung I 1.0
Prostate 5 6.0
Social Class Skin** 7 9.0
Other*** 5 6.0
Class A 5 8.0 Gastro-int 3 4.0
Class B 17 22.0 Bladder 3 4.0
Class C1 23 30.0 Head & Neck 4 5.0
Class C2 17 22.0 Gynae 7 9.0
Class D 14 18.0 NHL 4 5.0
Unclassified 0 0.0 Unknown 1 - 1.0
Marital Status Treatment Intent
Married 53 67.0 Radical 75 95.0
Widowed 11 14.0 Palliative 4 5.0
Divorced 2 2.0 Ages
Single 6 7.0 18-25 1 1.0
Separated 4 5.0 26-50 16 20.0
Unknown 0 0.0 50-65 32 40.0
Partner 3< 4.0 65+ 30 39.0
*k Includes only superficial tumours, melanoma is included in 'others'.

*kk Includes Hodgkin’s Disease, melanoma
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