
 
 
 
 
 
 
 

https://theses.gla.ac.uk/ 
 
 
 

 

Theses Digitisation: 

https://www.gla.ac.uk/myglasgow/research/enlighten/theses/digitisation/ 

This is a digitised version of the original print thesis. 

 

 
 
 
 
 
 
 

Copyright and moral rights for this work are retained by the author 
 

A copy can be downloaded for personal non-commercial research or study, 

without prior permission or charge 
 

This work cannot be reproduced or quoted extensively from without first 

obtaining permission in writing from the author 
 

The content must not be changed in any way or sold commercially in any 

format or medium without the formal permission of the author 
 

When referring to this work, full bibliographic details including the author, 

title, awarding institution and date of the thesis must be given 
 
 
 
 
 
 
 
 
 
 
 
 

 
Enlighten: Theses 

https://theses.gla.ac.uk/ 

research-enlighten@glasgow.ac.uk 

http://www.gla.ac.uk/myglasgow/research/enlighten/theses/digitisation/
http://www.gla.ac.uk/myglasgow/research/enlighten/theses/digitisation/
http://www.gla.ac.uk/myglasgow/research/enlighten/theses/digitisation/
https://theses.gla.ac.uk/
mailto:research-enlighten@glasgow.ac.uk


THE PSYCHO-SOCIAL SEQUELAE OF A TERMINATION OF PREGNANCY 
FOR FETAL ABNORMALITY

October 1989

Thesis submitted to the Faculty of Medicine of 
the University of Glasgow for the degree of 

Master of Science

Margaretha C.A. White-van Mourik, 
University Department of Medical Genetics, 

Yorkhill Hospitals,
GLASGOW, G3 8SJ 

Scotland 
UK.

Copyright: MCA White-van Mourik 1989



ProQuest Number: 11003330

All rights reserved

INFORMATION TO ALL USERS 
The quality of this reproduction is dependent upon the quality of the copy submitted.

In the unlikely event that the author did not send a com p le te  manuscript 
and there are missing pages, these will be noted. Also, if material had to be removed,

a note will indicate the deletion.

uest
ProQuest 11003330

Published by ProQuest LLC(2018). Copyright of the Dissertation is held by the Author.

All rights reserved.
This work is protected against unauthorized copying under Title 17, United States C ode

Microform Edition © ProQuest LLC.

ProQuest LLC.
789 East Eisenhower Parkway 

P.O. Box 1346 
Ann Arbor, Ml 48106- 1346



To each member of "CARE", and to a l l  

who, in spi te of having to come to terms 

with painful loss themselves, 

have found the time and the compassion to help others.

You can not prevent 

the birds of sadness and sorrow 

from c i rc l in g  above your head, but 

you can prevent them from making 

t h e i r  nests in your hair .

Chinese Proverb



- 3 -

Page Number

LIST OF APPENDICES 6

ACKNOWLEDGEMENTS 7

LIST OF TABLES 8

LIST OF FIGURES 10

LIST OF ABBREVIATIONS 11

SUMMARY 12

CHAPTER 1 INTRODUCTION 17

1.1 General 18

1.2 L i te ra ture  review 18

1 .2 .1  The Psychodynamics of Pregnancy 18

1 .2 .2  Fetal Bonding 19

1 .2 .3  Grief  and Spontaneous Pregnancy or Neonatal Loss 20

1 .2 .4  Stress and Coping 24

1 .2 .5  Induced Abortion 24

1.2 .6  Psychosocial Implications of Induced Abortion

for "Social" Indication 25

1.2 .7  Induced Midtrimester Abortion 27

1 .2 .8  Psychological Implications of Induced Abortion

for  a Medical Indication 28

1 .2 .9  Medical consequences for reproduction a f te r

abortion 29

1.2 .10 The psychosocial aspects of prenatal diagnosis

and subsequent reproductive behaviour 30

1.2.11 Psychosocial Implications for  Abortion

for  a Genetic Indication 33

1.3 Aims of the Present Study 38



- 4 -

Page Number

CHAPTER 2 MANAGEMENT ASPECTS AFTER DETECTION AND

TERMINATION OF PREGNANCY FOR NEURAL TUBE DEFECTS 39

2.1 Introduction to the First Study 40

2.2 Aims of F i rs t  Study 40

2.3 Patients and Method 40

2.4 Results 41

2.4 .1  Pat ient 's  Background Information 41

2 .4 .2  Care During Prenatal Diagnosis 42

2 .4 .3  How was the Abnormality Explained 44

2 .4 .4  Care During Termination 46

2 .4 .5  Post-Termination Care in Hospital 49

2 .4 .6  Post-Termination Community Care 51

CHAPTER 3 SEQUELAE OF TERMINATION OF PREGNANCY FOR

VARIOUS FETAL ABNORMALITIES 55

3.1 Introduction to the Second Study and Aims 56

3.2 Patients and Method 56

3.2 .1  The questionnaire 57

3 .2 .2  S ta t is t ic a l  analysis 57

3.3 Results 58

3.3 .1  Socio-biographical Observations and

Obstetric History 58

3 .3 .2  The Termination of Pregnancy 59

3 .3 .3  Medical Sequelae and Management 63

3 .3 .4  Psychological Sequelae 65

3 .3 .5  Social and Religious Implications 74

3 .3 .6  Reproductive Behaviour Assessed

Two Years Post- Termination of pregnancy 78

3 .3 .7  Subjective Assessment Two Years Post-Termination 83



- 5 -

Page Number

CHAPTER 4 DISCUSSION 85

4.1 General 86

4.2 Patient selection 86

4.3 Perceived Management During and After

Termination of Pregnancy for Fetal Abnormality 86

4.4  Psychosocial sequelae and the meaning of pregnancy

loss through Termination of Fetal Abnormality 88

4.5 The medical sequelae of Termination of Pregnancy

for  Fetal Abnormality 92

4.6 Reproductive conf l ic t  a f te r  Termination of Pregnancy

for  Fetal Abnormality 93

4.7  Vulnerable groups 95

4 .8  Intervention programmes 98

4.9 New developments ’ 100

4.10 Conclusions and recommendations 101

REFERENCES 104



LIST OF APPENDICES

APPENDIX

APPENDIX

APPENDIX

APPENDIX

APPENDIX

APPENDIX

APPENDIX

APPENDIX

I Questionnaire 1 -  Management a f te r  Detection and 

Termination of Pregnancy for  Neural Tube Defect

I I  Letters preparatory to v is i t in g  couples for

Questionnaire 2

I I I  Questionnaire 2 - Sequelae of Termination of

Pregnancy for various Foetal Abnormalities

IV Twenty Key Questions used in Cross-Correlation

of responses to Questionnaire 2

V The Self-Help Group - "CARE" - conception and

implementati on

VI "CARE" -  Information l e a f l e t

V I I  "CARE" - Booklet 1 "On Hearing the News"

V I I I  "CARE" - Booklet 2 "Coming to Terms"

APPENDIX IX "CARE" -  Second Information Leaflet



- 7 -

ACKNOWLEDGEMENTS

I am grateful to Professor MA Ferguson-Smith for providing the 

opportunity and encouragement to s tar t  th is  project.

To Professor JM Connor for his patient guidance, continued support 

and enthusiasm.

To the members of s t a f f ,  of the Duncan Guthrie Ins t i tu te  of Medical 

Genetics, especial ly Helen Sunter for  the provision of a l is tening  

ear.

To John Buchanan of the Glasgow University Computing Services Unit 

for  cheerful batt les with the mainframe computer.

My thanks to Janice Moreland, Morag Wilson, Eileen McKenzie and the 

other members of "CARE" for t h e i r  friendship and for giving me a 

deeper insight into the issues re lat ing  to this project .

To Isabel McGl.yn for keeping the home f i res  burning, and to Meg 

Robertson for her warmth and encouragement in times of need and 

confusion.

My special thanks to David Stevenson for impetus, his many helpful 

suggestions and the endless amount of help he gave.

To Marieke, Stuart and Annelies for cheerfully managing when Mum was 

hidden under computer pr intouts ,  and most especial ly to Andrew for  

his unstinted encouragement, support and understanding.



1

2

3

4

5

6

7

8

9

10

11

-  8 -

LIST OF TABLES

Review of l i t e r a tu r e  of follow-up a f te r  termination

of pregnancy for fe ta l  abnormality. After page 34

Factors affecting the in tensity  and duration of 

depression a f te r  TOP for FA. After page 57

Obstetric history and family composition 

before TOP for FA. After page 59

The outcome of pregnancy preceding the TOP for FA: 

a comparison between the Socio-economic groups. After page 59

Indication for Termination of 129 patients in the 

West of Scotland in 1986 After  page 59

The Experience of the TOP procedure; 

differences between groups. After page 61

Who did not see the fetus a f te r  the del ivery,  

and regretted th is  two years la te r . After  page 62

Feelings regarding the decision to terminate 

the pregnancy at the time and two years af ter  

the procedure. After page 68

Would consultands terminate again i f  the same 

abnormality was found in a future pregnancy. After  page 68

Correlation between age and emotions or somatic 

complaints last ing longer then 12-24 months a f te r  

the TOP for FA. After  page 72

Who gave support and what was for the consultand the

most posit ive aspect of th is  support ? After page 74



- 9 -

LIST OF TABLES (Continued)

12 In which relationship was f r ic t io n  experienced and 

what was the most important cause of th is  ? After page 74

13 Marriage aspects a f te r  TOP for FA, differences 

between age and social class.

14 Distr ibution of Religion in the study group.

After  page 75 

After page 77

15 Correlation between re l ig ion and pregnancy wish 

a f te r  TOP for FA* After  page 80

16 Correlation between age and pregnancy wish a f te r  

TOP for  FA. After  page 80

17 Correlation between indication for TOP and 

subsequent pregnancy wish. After  page 80

18 Correlation between family type and 

pregnancy wish a f te r  TOP. After  page 80

19 Pregnancy wish, unexpected diagnosis 

and 1i ve chi 1dren. After  page 81

20 Feelings regarding the PND for  a future pregnancy. After  page 82



- 10 -

LIST OF FIGURES

1 Quality of perceived care around TOP, patients 

overall  summary

2 Duration of emotional feel ings in months

3 Duration of emotional feelings in months

4 Duration of somatic complaints in months

5 Duration of somatic complaints in months

6 Effect  of TOP on marital  relationship

7 Confl ict  between the "desired" family 

and post TOP reproduction.

After  page 54 

After page 72 

After page 72 

After page 72 

After page 72 

After  page 75

After  page 82



- 11 -

LIST OF ABBREVIATIONS

AFP alphafetoprotein

Ch of Sc Church of Scotland

CF cystic f ibrosis

D&C d i la ta t ion  and curettage

D&E d i la ta t ion  and evacuation

DMD Duchenne muscular dystrophy

DN D is t r ic t  nurse

DS Down's Syndrome (Trisomy 21)

ERPC evacuation and removal of products of conception

FA fe ta l  abnormality

g gram

GP General pract i t ioner

HV Health v is i to r

LB l i v e  bi r th

LUCS lower uterine caesarean section

mL m i l l i l i t r e

MMPI Minnesota multiphasic personality inventory

MW Mi dwi fe

NTD neural tube defect

p probabil i ty

P -  = partner does not agree and does not feel the same

P + = partners (husband and wife) agree

PND prenatal diagnosis

Scr PND detai led prenatal diagnosis a f te r  screening

R + = the "desired" family size real ized

R - = the "desired" family size not real ized

Resp response rate

RC Roman Catholic

SVD spontaneous vertex delivery

S.S . In terv  semi structured interview

TOP termination of pregnancy

Trimester a period of three months

WOS West of Scotland

W + wants another pregnancy a f te r  the TOP

W - does not want or is doubtful about further reproduction



- 12 -

SUMMARY

Although al l  couples who embark on a pregnancy hope for a 

normal ch i ld ,  about 2% wil l  have an abnormal outcome. For a 

proportion of these couples the abnormality wil l  be detected 

prenata l ly  and they may elect for termination of pregnancy. In 

Scotland there are about 200 terminations of pregnancy (TOP) for  

fe ta l  abnormality (FA) each year and for each couple this represents 

one of the most d i f f i c u l t  times of th e i r  l ives .

This project undertook to examine the current management of 

TOP for  fe ta l  abnormality to ident ify  i f  there was scope for

improvement. The study consisted of two parts; management aspects of 

detection and termination for neural tube defects (NTD), and a 

deta i led assessment of sequelae of TOP for various FA.

In the NTD study, women who had elected for TOP were

i d e n t i f ie d  from the West of Scotland Regional Genetics Service. After  

appropriate consent, they were v is i ted at home and were asked to 

complete a questionnaire regarding aspects of the management before, 

during and a f te r  the TOP. 215 consultands were ident i f ied  over the 

three-year period 1983-1985. 49 were excluded as the TOP had been an

induced labour for  in tra -u ter ine  death. The remaining 166 agreed to 

complete a questionnaire between 2 months and 8 years after  the

event.

Although the majority (137, 82%) of consultands were

sa t is f ie d  with the way that prenatal diagnosis was handled, more than 

one t h i r d  of the women f e l t  i l l -prepared for the TOP and entered 

hospital  with no conception of the procedure or timescale of the 

terminat ion.  Care during the termination procedure was perceived as 

very good by most (126, 76%) and 95% (158) found the s ta f f  attending 

them kind and sympathetic.

After  the TOP, many (52, 31%) were nursed in the post-natal 

ward, often in a si deroom but usually within hearing distance of the 

newborn nursery and found this very upsetting. On leaving hospital ,  

the post-termination sequelae were discussed or mentioned to only 25 

(15%) patients.  This l e f t  135 (81%) confused and bewildered by the 

postpartum reactions of th e i r  bodies.

Aftercare was perceived as unsatisfactory by 113 (68%). A

quarter (42, 25%) did not have, and were not invited for ,  a

post-termination appointment and many wondered i f  the reproductive
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parts of th e i r  body had returned to normal; especially multi gravi dae 

who had had postnatal examinations in the past. They did not always 

have an opportunity to discuss th is  or other questions as 86 (51.8%) 

had no v i s i t  from any member of the primary health team.

Some form of genetic counselling was given to 95 (57%), and 

24 (14% of the to ta l )  of these v is i ted  the West of Scotland Genetic 

Counselling Service. Of the 71 (42%) who received no counselling a 

v i s i t  to the genetic counselling service had been arranged for 25 

(15%). 14 (8%) refused any form of genetic counselling and 32 (19%)

had not been offered any. Of those counselled 54 (57% of the tota l  

of 95) found i t  helpful .  25 (26%) found i t  only f a i r  or disl iked the 

session. Differences were apparent depending on who provided the 

counsel 1i ng.

The second study was intended; to monitor sequelae, to 

invest igate in more detail  why couples perceived aftercare as 

inadequate, to consider i f  th is  is related to specif ic factors, to 

ascertain which groups had par t icu la r  d i f f i c u l t i e s  in coming to terms 

with the experience and f i n a l l y ,  to assess the effect of the TOP for  

FA on family planning and further  reproduction. All couples in the 

West of Scotland who had had a termination in 1986 for any feta l  

abnormality were iden t i f ie d  from the the West of Scotland Regional 

Genetics Centre records. Af ter consent was obtained, couples were 

interviewed at home by one experienced interviewer, using an 

exhaustive, structured questionnaire with open and closed questions 

from 22 to 26 months a f te r  the TOP.

Of 137 consultants id e n t i f ie d ,  8 couples were excluded as 

in t rau ter ine  death preceded TOP and 33 (24%) had moved and could not 

be traced.  Of the remaining 97 who were approached, 5 refused to 

t a lk  about the experience as the subject was too painful.  Seven 

i n i t i a l l y  agreed to an interview but did not make themselves 

availab le  for an appointment. Thus 84 (87% of 97) consultands were 

interviewed. However only 68 (70% of 97) spouses completed the

questi onnai re.
In 59 (70%) the indication for TOP was neural tube defect,  

there were 12 (14%) chromosomal abnormalities,  8 (10%) multiple

congenital abnormalities, 5 (6%) single gene defects, and 1 (1%)

abdominal wall defect. The consultands1 age and social class

d is tr ibut ion  was not s ign i f icant ly  d i f ferent  from that of normal
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confinements in the West of Scotland.

Common d i f f i c u l t i e s  were encountered in several areas; pain 

and fear  during the termination procedure, the decision whether to 

see the fetus; the lack of medical and psychosocial advice and 

support in the post-termination time on leaving hospital; the

perceived lack of understanding of the sequelae; and the

consultands1 own reticence to voice t h e i r  needs, fears and worries.

24 (28%) women experienced physical pain and 38 (45%) f e l t  

very frightened during the termination procedure. 16 (19%) mothers 

and 18 (26% of 68) husbands (partners) saw the fetus af ter  the

del ivery and a f te r  two years none regretted the decision. This was 

in contrast to 38 mothers (55% of 68) who did not look. Consultands 

who had TOP for Trisomy 21, Cystic Fibrosis,  or Duchenne Muscular 

Dystrophy preferred to maintain an abstract notion of the fetus even 

on re f lec t ion  two years la te r .  Of the women who had been too

frightened to look at the fetus a f te r  the termination because there 

were obvious malformations, 99% regretted the decision. More younger 

women and those ident i f ied  by screening regretted th e i r  decision not 

to look. 49 mothers (58% of 84) would have l iked a photograph of the 

fetus to be kept in the medical records, and only 25 (29%) were not 

interested in th is .

41 (57%) consultands did not receive a home v is i t  from the 

primary health care team and th is  was similar to the NTD study in 

1983-1985. Although 17 (20%) did not mind th is ,  47 (56%) would have 

appreciated the attention. 51 (60%) reported physical discomfort and 

emotional anguish. 17 (20%) women discovered that when they

contacted th e i r  GP, he/she was unaware that the termination had taken 

place. In general women explained th e i r  reluctance to ask for help 

by t h e i r  confusion and doubt over t h e i r  status: they wondered whether 

the post-termination patient was considered the same as a postnatal 

mother. Most couples reported a state of emotional turmoil af ter  the 

termination and even af ter  2 years about 20% s t i l l  complained of 

regular bouts of crying, depression and i r r i t a b i l i t y .  None had 

experienced th is  before the termination. This was not related to any 

type of FA, but to risk factors such as; immaturity, lack of 

supporting relationships, a vulnerable pre-TOP personality and the 

disappointment of secondary i n f e r t i l i t y .
Most men (40 - 58% of 68) and women (46 - 55% of 84) found
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i t  very hard to communicate about TOP and did not mention th e i r  

reactions to anyone. For 81 (96%) of the women the termination had 

the importance of the loss of a wanted child.  56 (66%) reported 

prenatal attachment, especial ly those not at a high risk for feta l  

abnormality and who had f e l t  movements and had seen the fetus on US. 

Confl ict ing and confusing feelings made i t  d i f f i c u l t  for the couples 

to discuss them with others or, in some cases, with each other.

Social isolation was experienced because people (especial ly

rela tions)  tended to shy away from the problems of heredity,  handicap 

and abortion. This combination often led to tensions in the marriage;

16 couples (19%) grew further  apart and 15 (18%) reported increased

quarrel l ing more than 6 months a f te r  the termination, where pr ior to 

the termination the relationship was reported to be harmonious. 10 

couples (12%) separated for a while and one couple divorced. More 

marital  conf l ic t  was reported in the younger age-groups and in the 

lower socio-economic groups. Couples reported d i f f i c u l t i e s  in 

vocalising th e i r  needs. The perceived lack of sk i l fu l  questioning by 

community s ta f f  and clergy often led to the be l ie f  that they were not 

interested.  Where support was given by family and friends; good 

l is ten ing ,  maintaining close bonds, giving practical help and 

understanding were rated as the most important aspects. More older 

women in the higher socio-economic groups f e l t  supported by the 

primary health care team, the younger age-group found the opposite.

Reassurance and detai led information were given as the most 

helpful aspects of genetic counselling by 45 (56% of 80).  The ideal 

time for such a consultation was given as 4 to 6 weeks. For 36 (42%) 

of consultands there had been doubt before, during and just af ter  the 

TOP about th e i r  decision to abort,  and a f te r  two years 2 women and 3 

men s t i l l  regretted the decision. 81 (96%) would in pr inciple accept 

prenatal diagnosis in a subsequent pregnancy, and in fact a l l  55 who 

had another pregnancy, had prenatal diagnosis. 82% achieved or were 

t ry ing to achieve th e i r  wished for family size,  those who were not 

sure about PND gave up progeny rather than having a pregnancy without 

test ing for feta l  disorders. The 15 couples (18%) who experienced 

reproductive confl ic t  included several unexpected diagnoses (which 

differed from the one for which they had sought PND), and the older 

age-group. All these patients had surviving children.
Both studies demonstrate scope for improvement in patient
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management following TOP for  FA. The recurring theme which was 

present in al l  sections we examined was impaired communication at al l  

levels and a lack of understanding of the psychological sequelae 

a f te r  th is  traumatic event. Improved education of those involved in 

the care and support of these famil ies and more information for those 

in close contact with the couple could help to reduce excessive 

anxieties and th is  might well be an area in which a self -help group 

w il l  be of par t icu lar  benef i t .



CHAPTER 1 

INTRODUCTION
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1.1 General

The idea that fe ta l  defects may be diagnosed in utero early  

enough to allow a safe termination has been in existence for a very 

long t ime. Concurrent with developments in the obstetr ic ,  

biochemical and cytological aspects of prenatal diagnosis, the 

Abortion Act (1967) legalised abortions for various indications,  

including severe fe ta l  abnormality. Hence the poss ib i l i ty  for  

prenatal diagnosis of fe ta l  abnormality with select ive termination of 

pregnancy became a r e a l i t y .  Nowadays, 2200 abortions for feta l  

abnormality (FA) are performed annually in the United Kingdom, of 

which about 200 are in Scotland. For couples who have planned and 

wanted the pregnancy th is  is a very distressing experience, yet 

surprisingly l i t t l e  research has been conducted into the impact of 

prenatal diagnosis and termination of pregnancy (TOP) for feta l  

abnormality (FA) on the couple and th e i r  famil ies.

Although al l  couples are unique, and th is  prevents the 

description of a typical response to prenatal diagnosis and TOP for  

FA, they nevertheless have s im i la r i t ies  in many respects. For th is  

reason, the implications of pregnancy and of spontaneous pregnancy 

loss, are reviewed before considering the various aspects of 

abortion, prenatal diagnosis and the sequelae of TOP for FA.

1.2 Literature Review

1.2.1 The Psychodynamics of Pregnancy

Pregnancy has frequently been viewed as a psycho-

biological c r is is  akin to puberty and the menopause (Blumberg 1984). 

Emotional disturbance in pregnancy is a normal, rather than a 

pathological,  response and in most cases women are able to regain a 

state of equil ibrium spontaneously or with minimal therapy (Bibring , 

1959, Bibring and Valenstein, 1976). In the f i r s t  stages the

pregnancy is characterized by narcissistic  concerns with prominent

physiological and anatomical al terations; la te r  the pregnancy 

involves a growing awareness of the fetus as an independent en t i ty .  

Thus what is f i r s t  experienced as "putting on weight" and a 

developing abdomen, changes into empathy for a developing chi ld
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(Feldmann 1977). In the last weeks of pregnancy the ea r l ie r  

narc iss is t ic  in te rest  re-emerges when the fears of se l f - in jury  caused 

by the delivery are added to the woman's concern for the well-being 

of the chi ld  to be. The woman's pre-pregnant personality strongly 

influences her response to the biological and psychological changes 

and challenges of pregnancy (Blumberg 1984).

L i t t l e  has been written about the emotional adjustment of 

fathers during pregnancy. Although less involved with the biological  

aspects, the social and economic implications require adjustment from 

the expectant fa ther .  The occasional occurrence of Couvade syndrome 

(psychosomatic experience of physical sensations of pregnancy in the 

father)  suggests that pregnancy may bear paternal emotional 

consequences similar  to those in the mother (Blumberg 1984). 

Pregnancy may accentuate paternal self-doubt regarding the a b i l i t y  to 

provide for  the emotional and f inancial  needs of the family unit ,  and 

i f  an abnormal fetus is diagnosed th is  insecurity may be exaggerated.

The conclusion of pregnancy, regardless of i ts  outcome, 

challenges emotional s t a b i l i t y  and requires psychological adjustment. 

Even a f te r  an uneventful,  fu l l - te rm  del ivery ,  maternal post-partum 

depression is commonly observed. This may be a reactive depression 

representing a response to changing environmental circumstances and 

incomplete reorganisation of psychic equil ibrium (Bibring and 

Valenstein 1976) or may be due to hormonal influences, (Nott et al 

1976). The depressive state is characterised by despondency,

feel ings of inadequacy, sel f-reproach, i r r i t a b i l i t y  and anxiety; i t  

involves psychosomatic manifestations of hypochondria or sleep 

disturbance. Blumberg (1984) observed that mild depression may 

persist in a small number of women for as long as a year. More 

severe, a f fec t ive  disorders are usually related to pregravid 

psychiatric i n s t a b i l i t y ,  and occur in about 1 in 500 to 1 in 1000 

deli veries.

1 .2 .2_____Fetal Bonding
Although the "infant-mother" relationship develops 

gradually,  quickening (maternal awareness of the feta l  movements) in 

the 14-20th week of pregnancy is often,  but not always, seen as a 

milestone (Bibring et al 1961; Hollerbach 1979a). Current techniques 

make feta l  l i f e  audible ( feta l  heart sounds) and vis ib le
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(ultrasonography) from the 8-10th week, and present the woman with 

undeniable evidence of fe ta l  l i f e  at th is  early stage (Lumley, 1980), 

thus enabling the mother to prepare psychologically for the future 

re lationship with her offspring. Even in other cultures there is a 

personif ication of the fetus before the bi r th  (Cranley 1981a). The 

relationship with the fetus does not star t  a f te r  the delivery, but is 

continued in a new way. The Ojibwa Indian mother speaks to her fetus 

during pregnancy and teaches i ts  soul the ways of animals and 

elements, thus preparing i t  for i ts  future development. The Siriono 

of East Boliv ia  perform the same bereavement r i tua l  for a miscarried 

fetus as for  a deceased adult .  In our Western culture we s t i l l  have 

not decided o f f i c i a l l y  on the moral status of the human embryo 

(Dunstan 1984; Re i l ly  1979,Dunstan 1988). Cranley (1981b) reported 

on the relationship of parents with th e i r  "unborn", that there was a 

wealth of interact ion between the mother and her fetus. She observed 

that father  and mother both developed a "bonding behaviour" towards 

the fetus.  She sees th is  phenomenon as behaviour which displays an 

involvement with the fetus and in which the fetus is experienced as a 

future ch i ld .

In our cul ture ,  new prenatal diagnostic techniques have 

been shown to induce an e a r l ie r ,  and more intense involvement with 

the fetus (Reading 1981; Fletcher & Evans 1983; Blumberg 1984). I t  

is not unusual for the f i r s t  ultrasound picture to be saved as the 

f i r s t  photograph of the child.

1 .2 .3  Grief  and Spontaneous Pregnancy or Neonatal Loss

I f  a normal pregnancy can induce depression and a disturbed

state of mind, pregnancy loss through miscarriage, intrauter ine death

or s t i l l b i r t h  is c lear ly  more traumatic (Bourne 1968; Pasnau and 

Farah 1977; Wolff et al 1970). Many women who abort spontaneously 

experience anguish, loneliness and depression following the 

rea l iza t ion  of pregnancy loss (Borg & Lasker 1982). Although there

may be di fferences, the loss of an embryo or fetus can be considered

essent ia l ly  as the loss of a beloved person. There may be guilt  

fee l ings,  following miscarriage or other fe ta l  loss, due to prior  

ambivalence towards the pregnancy, a sense of physical inadequacy, 

and responsibil i ty  for the loss (Simon et al 1969). At the same 

t ime, because the woman may not see the aborted fetus, i ts  sex, size
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and personality become the objects of fantasy. There may not be a 

funeral to r i tu a l i z e  the bereavement because there is no legal 

requirement to bury a fetus at less than 27 weeks of gestation and 

sometimes re la t ives ,  friends or even close family do not know that  

something has happened (Huisjes 1984).

With the loss of a l a te r  pregnancy, the parents' greater  

awareness of the fetus as an independent ident i ty  must be considered.

Thus feta l  loss is appropriately viewed as an experience of

bereavement (Morris 1976). Grieving is not a pathological symptom 

but a normal and even necessary reaction a f te r  personal loss (Pedder 

1982).  Bereavement follows a pattern of non-clear-cut phases; the 

bereaved may pass between them or may indeed become locked in one or 

another. Shock, numbness and d isbel ie f  may give way to anger,

protest ,  g u i l t ,  despair and pining. To quote Pedder (1982), "during 

th is  phase of pining i t  is not uncommon for widows, for example, to 

experience a sense of presence of the deceased or even frank 

hallucinat ions; but as 'g r i e f  work' proceeds and the rea l i ty  of the 

changes are painfully  grasped, a moment comes when pining gives way 

to nostalgia and recollections of the lost object. The object is now 

found in te rn a l ly ,  just as hope is given up of ever meeting again 

externa l ly" .  Subsequently one can take leave of the deceased, accept 

the loss and reintegrate into l i f e  with new and satisfying  

attachments which are, valued in th e i r  own right (Raphael & Madison

1981, Clayton 1980). Bowlby (1980,1982) observed that the process in 

psychologically well-adjusted people took much longer then the 6 

months which had previously been presumed normal. Bluglass (1984) 

suggests that some parents may continue to mourn a lost child for 

very much longer before resolution is complete without being in a 

stage of pathological g r ie f .  The duration of the reaction depends on 

the success with which the individual does "the gr ie f  work" which 

ch ie f ly  enta i ls  the acceptance of feelings of intense distress.  

Avoiding them and denying what has happened may lead to morbid g r ie f ,  

which is a delayed reaction precipi tated by circumstances (sometimes 

years l a t e r ) ,  or a distorted reaction which may be d i f f i c u l t  to 

recognise as originating from grie f .Th is  unresolved gr ie f  may in turn 

have an adverse affect on health (Stroebe and Stroebe 1987).

Unresolved gr ie f  a f te r  fetal  loss is often characterised by 

accentuated normal grieving stages, for example; numbness, denial ,
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anger, h o s t i l i t y  and selfblame, which are excessively prolonged or 

excessively profound (Bluglass 1984). There can be v iv id ,  

c rys ta l -c le a r  memory, and frequent f lashing through the mind, of the 

events surrounding the loss. An anniversary ef fect  is often noticed,  

and there may be persistent emotional reaction when the woman talks  

about the loss, and a welling-up of emotion when subsequent crises 

occur (Stack 1980).

Equally important are the mechanisms of denied or 

suppressed g r i e f ,  which may present themselves in milder forms as 

"the Br i t ish  s t i f f  upper-l ip",  in the more bizarre "defence gaiety" 

in the face of loss, or simply as an in a b i l i t y  to accept the death. 

"Blocked" g r ie f  can be expressed, given appropriate help (Mawson 

et al 1981).

Merely comforting a couple does not help; i t  is important 

for  them to accept the pain of bereavement, to express the i r  sorrow 

and sense of loss, and to put into words the feelings of gu i l t  

(Lindemann 1944).

Lewis (1979) was of the opinion that:  "Mothers of

s t i l l -b o r n  children can only mourn when they have seen the dead baby; 

when i t  is brought back to death". I n i t i a l l y  the couple may feel 

disorientated but the emotions wil l  gradually se t t le  down to a normal 

level (Stack 1980).
Peppers & Knapp (1980) point out that the husband is often 

pushed into the role of protector and decision-maker and must 

suppress his own gr ie f  and thus not declare his own needs for support 

and advice. This process might also in terfere  with his wife seeing 

the baby. They emphasized the c r i t i c a l  importance of sharing this  

experience for  the s ta b i l i t y  of the couple subsequently, as i t  gives 

them a chance to grieve together. I t  allows for the husband's 

expression of his g r ie f  too, and i ts  recognition by his wife.

Grief  also has an impact on personal relationships: Borg & 

Lasker (1982) reported that parents assume that since they shared a 

tragedy, helping each other to recover wil l  draw them together a f te r  

pregnancy loss. In many cases th is  does happen and there is no 

negative change in the relationship, but with others, existing 

problems are made worse or new ones created. The authors observed 

that  grieving is a lonely process and that the parents can only 

provide each other with l imited support on losing a baby; they cannot
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make the pain disappear and each one grieves at a di fferent  pace and 

in a d i fferent  way. Fai lure to communicate is the most serious 

obstacle to resolving the tensions that frequently arise from the 

loss of a chi ld or pregnancy loss. When individuals feel angry with 

each other or depressed, i t  is hardly surprising that the i r  desire to 

re la te  sexually is temporarily stopped. The connection between 

sexual ity  and tragedy can create fear for another pregnancy (Wiener 

1970; Helmrath & Steinnitz 1978; Benfield 1978).

There have as yet been few studies on the impact of b ir th  

tragedy on other children in the family .  Cain et al (1964) observed 

emotional disturbance in children related to th e i r  mother's 

miscarriage as a response to her g r ie f .  Lewis and Page (1978) found 

profound disturbance of mothering with a subsequent l iv e  baby (the 

"replacement baby" syndrome), and overprotection of remaining 

children may also occur. The damaging impact of a "sick" parent on 

the development and behaviour of children is well described in the 

l i t e r a t u r e  (Rutter 1966), especial ly where the parental i l lness  

involves withdrawal of in te re s t ,  af fect ion and care, as opposed to 

more frank psychotic features. Parental mourning may add to a 

ch i ld 's  feeling of al ienat ion and insecurity,  and may increase i f  

explanations are kept from him/her (Rabkin and Krell 1979). I f  the 

opportunities to ask questions and be comforted are not avai lable,  

substantial emotional problems and reactions may develop.

When parents lose a pregnancy, especially the f i r s t  one, i t  

is understandable that they themselves may wish another chi ld  as soon 

as possible. The surrounding family members may encourage them to do 

so, believing th is  to be helpful advice. Closer questioning may 

reveal,  however, that the parents are s t i l l  actively grieving for  

t h e i r  lost pregnancy. Indeed i t  seems that being in the active 

stages of mourning may be physiologically undesirable in pregnancy. 

Conversely, where a subsequent pregnancy continues without mishap 

studies (Lewis 1979) suggest that being pregnant may inh ib i t  or delay 

the fu l l  real ization and acceptance of gr ie f;  mourning may be 

suspended unti l  such time as the pregnancy is safely over. The 

problem is when this suspension "catches up" with the bereaved in the 

ear ly neonatal period, especial ly when the mother is susceptible to 

emotional changes.
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1 .2 .4  Stress and Coping

Fetal loss and neonatal death are stressful l i f e  events. To 

discover how people come to terms with these, coping strategies were 

exami ned.

Lazarus (1966) defines the coping process as "the cognit ive  

and behavioural e f forts  made to master, to le ra te  or reduce external 

and internal demands and co n f l ic t" .  Such coping ef forts  serve two 

main functions: the management or a l te ra t ion  of the person -

environment relationship that is the source of the stress 

(problem-focussed coping) and the regulation of stressful emotions 

(emotion-focussed coping). Coping is thus only employed i f  the 

individual experiences a si tuation as stressful .

The coping medium is central to the cognitive approach and 

underlines the importance of an indiv idual 's  appraisal of a threat  

("Am I in trouble?") and the p os s ib i l i t ie s  and personal capabi l i t ies  

to confront the threat ("What can I do about i t ? " ) .  In response to

appraisal the individual may set out to change his/her behaviour

(Problem orientation) or use defense mechanisms (denial ,  avoidance, 

sublimation, rat ional isat ion)  in which case the subconscious

regulates the coping strategy. I t  is believed that the coping

pattern which the individual displays w i l l  depend on previous coping 

experience, genetic makeup and the complexity of the s ituat ion.

All contributors to the f i e l d  of stress and coping indicate  

the importance of maintaining the individual 's  se l f  esteem. 

Psychologists who emphasize the cognit ive aspects indicate in 

addit ion that i t  is possible to develop, and provide, strategies for  

the individual in anticipation of problems that l i e  ahead (Falek 

1984).

1 .2 .5  Induced Abortion
Induced abortions became legal a f te r  the Abortion Act 

(1967) which came into operation in England, Wales and Scotland in 

April 1968. Whereas in Scotland abortion performed in good fa i th  was 

not a criminal offence (MacGillvray and Horobin 1973), the Abortion 

Act (1967) o f f i c i a l l y  created important exceptions to the Offences 

Against the Person Act (1861).  A person is not guilty of an offence
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under section 58 (or 59) of the 1861 Act when a pregnancy is 

terminated in an approved place by a registered medical pract i t ioner  

i f  two registered pract i t ioners are of the opinion that the

continuance of the pregnancy would involve:

(a) risk to the woman's l i f e ,  or of injury to the 

physical or mental health of the pregnant woman or any 

existing children of her family,  greater than i f  the 

pregnancy were terminated

(b) that there is a substantial r isk that i f  the 

child were born, i t  would suffer from such physical or mental 

abnormalities as to be seriously handicapped

(c) in determining whether the continuance of a

pregnancy would involve such risk of injury to health as is

mentioned in paragraph (a) account may be taken of the

pregnant woman's actual or reasonably foreseeable environment

In an emergency, the requirements as to the opinion of two

pract i t ioners and the place in which the operation is performed do

not apply. The Act provides that no person shall be under a duty to 

part ic ipa te  in any treatment under the Act to which he or she has a 

conscientious objection, but th is  does not af fect  a person's duty to 

part ic ipa te  in treatment necessary in a grave emergency.

Rapid changes in the social climate have influenced 

changing concepts regarding the female role ,  and society's 

f luctuating acceptance of induced abortion must influence the 

emotional responses of women experiencing elect ive  termination of 

pregnancy. These f luctuations are apparent when passionate public

debate and opinions f la r e  up with each proposed amendment to the 

Abortion Act (1979,1988)) .  I t  becomes clear  that the social taboo 

surrounding abortion has lessened, but i t  is s t i l l  not an easy 

subject for open discussion. The social at t i tudes regarding abortion 

as a whole w i l l  inev i tably  be ref lected in the individual 's  

perception of the termination of pregnancy.

1 .2 .6  Psychosocial Implications of Induced Abortion for "Social"

Indication
When a woman perceives a pregnancy as unwanted on the ground of 

psychological, social or economic complications, and there are no
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clear  medical reasons regarding the immediate health of mother or 

fetus,  a termination may be offered on the grounds of "social 
indicat ion" .

Payne et al (1973); Doane and Quigley (1981); McCance et al 

(1973) al l  reported that few women f e l t  long-term negative effects  

a f te r  an abortion for "social" indication; indeed the opposite was 

observed, women going to term suffered more long-term depression than 

those who obtained an abortion and the former reported new 

p os s ib i l i t ie s  for personal growth. These results were given in the 

l a t e r  l i t e ra tu re  (a f te r  1970) when the social climate had changed 

a f te r  lega l iza t ion .  The older l i t e r a tu r e  was often influenced by the 

more res t r ic t ive  social and legal climate regarding abortion or the 

author's own viewpoint ( fo r  or against) and are thus not appropriate 

(Osofsky and Osofsky 1973). Many methodological and definit ional  

problems were noticed in research into the psychosocial implications 

of these abortions, both before and a f te r  1970.

Doane and Quigley (1981) in th e i r  review a r t ic le  observed 

that  only 5% of the women f e l t  emotionally worse a few months a f te r  

the abortions, 71% f e l t  bet ter ,  and 24% f e l t  the same as before the 

intervention. When negative symptoms are defined, the most common 

were depression, with or without grieving, g u i l t ,  and crying (which 

comprised 57% of the complaints mentioned in the l i t e r a t u r e ) .

L i t t l e  is known about the women who are at higher risk of a 

negative emotional outcome. Payne et al (1973) iden t i f ied ,  out of 

102 women studied, several risk factors; those who l ived alone, were 

without children, had a troubled history such as serious emotional 

problems, had confl ic ts  in the relationship with th e i r  partner, had a 

bad relationship with th e i r  own mother, and those who had strong 

negative ambiguity because of rel igious or cultural  att i tudes towards 

abortion. Ashton (1980) also ident i f ied  risk factors for a negative 

emotional outcome (5% of 84 pat ients) ,  and included; ambivalence 

about abortion, poor psychiatric history,  and a medical indication  

for  the intervention. Both Ashton (1980) and Doane & Quigley (1981) 

assumed that in an abortion for medical indicat ion, the pregnancy was 

wanted and give th is  as an explanation for a negative outcome. 

F in a l ly ,  i t  appeared that mid-trimester abortions were 

over-represented in the group with negative emotional symptoms 

(Kal tre ider  et al 1979; Osofsky and Osofsky 1973).
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1.2.7  Induced Midtrimester Abortion

The chance of physical and/or psychological complication is 

higher with increased gestation in a mid-tr imester termination of 

pregnancy (between 13 and 27 weeks gestation) (Osofsky and Osofsky 

1973; Doane and Quigley 1981; Alberman and Dennis 1984). Two obvious 

explanations are; the more invasive techniques employed for TOP, and 

increased maternal awareness of the fetus. I t  is d i f f i c u l t  to draw 

conclusions on the psychological impact in these studies because 

second tr imester  induced abortions often occur in a very polarized 

group of women who are not representative of the abortion group as a 

whole. On the one end of the scale are the older women who have

already had a family ,  and on the other side unmarried gi r ls  (<18 

years of age). The reasons given for the la te  gestation abortions 

were (apart from medical considerations);  ambivalence towards the 

pregnancy, d i f f i c u l t  access to medical f a c i l i t i e s  (especial ly in low 

socio-economic groups and ethnic minor it ies)  and, in adolescent 

pregnancies, parental permission delays .

The increased risk of medical complications in advanced 

gestation terminations may be l inked to the abortion technique used 

(Ka l tre ider  et al 1979). After the 12th week of pregnancy the 

simpler technique of D&C (d i la ta t ion  and curettage) may not be 

possible or advisable.  Intra-amniotic infusion of hypertonic saline,  

urea or prostaglandin, extra-amniotic methods with catheter and 

prostaglandin, or D&E (d i la ta t ion  and evacuation) have been widely 

used. The las t  technique may not be suitable af ter  17 weeks

(Kafrissen et al 1984). For la te  abortions in Br i ta in  D&E is more 

often used in the private sector then in the National Health Service 

(Stanwel1-Smith 1984). Reports from Canada and the USA found D&E to 

be of greater safety than prostaglandin or other methods between 13 

and 16 weeks (Cadesky et al 1981; Grimes et al 1980). Hysterotomy is 

rarely used nowadays because of increased risk of complications and

safer a l te rnat ive  methods (Stanwel1-Smith 1984). What part the 

method of termination plays in the negative emotional outcome is not 

t o t a l l y  clear in the l i t e r a t u r e .  When medical and psychological 

advantages and disadvantages were compared, prostaglandin methods 

were preferred medically a f te r  the 17th week of gestation (Kafrissen 

et al 1984), but the women had more pain and reacted with more anger 

and depression afterwards than those who experienced the D&E or
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hysterotomy methods.

Nurses were more disturbed by "amnio-abortions", in which 

they played major roles in supporting the patient as well as 

carrying-out the abortion procedure. Physicians reported the D&E 

procedures to be emotionally d i f f i c u l t  (Kal treider  1979), and this  

l a t t e r  method may have l im ita t ions in termination for fetal

abnormality where confirmation of diagnosis is important.

1 .2 .8  Psychological Implications of Induced Abortion for a

Medical Indication

A medical indication for abortion is given i f  there is 

danger to the mental or physical health of the pregnant woman or her 

fe tus.  Serious maternal renal or cardiovascular disease and serious 

psychiatric  i l l  health have long been considered indications for  

abortion . L a t te r ly ,  rubella infection in the f i r s t  trimester of 

pregnancy, cancer, radiation exposure, and pharmaceutical 

complications (Thalidomide) have been added.

Research which systematically compares medical and 

non-medical indications is rare,  but as was observed in the abortion 

for  social indication review (Section 1 .7 ) ,  authors found in the 

small group of women who experienced an unfavourable psychological 

post-abortion sequelae an over-representation of women with a 

medical, non-psychiatric indication (Peck and Marcus 1966, Niswander 

and Patterson 1967).

Between 1963 and 1965, Peck and Marcus reviewed 50 women 

six months a f te r  abortion for a medical indicat ion.  Because of a 

rubella epidemic, about hal f  the women had had non-psychiatric 

indicat ion.  This group presented with more negative symptoms (36%). 

The authors observed gu i l t  feel ings and transient  depression, both of 

which were comparable to bereavement reaction.
At the same time Niswander and Patterson's study (1967) of 

116 women in New York with medical indications, found few negative 

symptoms a f te r  8 months, but confirmed more post-abortion complaints 

in the non-psychiatric group (17 rubella and 10 other indications).  

The doubt whether the right decision had been taken was prominent and 

an additional sense of gu i l t  was observed in women whose pregnancies
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were aborted as a result of t h e i r  own health (Simon et al 1967). This 

re f lec ts  the woman's self-perception of personal imperfection and 

inadequacy in the fu lf i lment  of her desired maternal role.  Again, as 

in abortion for social indicat ion,  authors assumed that the important 

difference between the groups was due to the loss of a wanted chi ld .

1 .2 .9  Medical consequences for  reproduction a f te r  abortion

The possible biological consequences of abortion on

reproduction were investigated by various authors. These can be 

important factors in reproductive behaviour which in turn may be 

l inked to negative psychosocial abortion sequelae. Some authors (Liu 

et al 1972; Richards and Dixon 1976; WHO 1979; Bracken & Holsford

1979) found increased deleterious effects including prematurity and 

fe ta l  loss, while others (Chung et al 1982; Roht and Aoyama 1974; van

der Slikke & Treffers 1978; Hogue et al 1982; Frank et al 1985,)

could not confirm these e f fec ts .  Most concerned f i rs t - t r im es te r

terminations of pregnancy. Hogue (1982), in his review a r t ic l e ,  

found few deleterious effects but observed a lower birth weight in 

those with a previous D&C abortion. He was cautious about the

results regarding multiple abortions, because they were 

contradictory. Frank (1985) in a comparison of 745 women and 1339 

controls ,  confirmed few deleterious reproductive effects af ter  f i r s t  

t r im ester  abortions.

Sellers and Hancock (1985) noted the effects of 

mid-trimester induced abortion on the subsequent pregnancy. They 

compared outcome of the next pregnancy following mid-trimester  

termination of pregnancy (TOP) for  77 fe ta l  neural tube defects (NTD) 

and 13 feta l  Down's Syndrome, with 119 term deliveries of a baby with 

NTD. They found subsequent fe ta l  loss re la t ive ly  high in al l  three

groups, and that a previous NTD per se might increase fetal  loss in

the next pregnancy. A mid-tr imester TOP for NTD was not associated 

with an increased risk for;  premature labour, small for dates babies 

or congenital abnormalities in the next pregnancy. There was a 

sl ight  increase in the number of babies weighing less then 2500g in 

the next pregnancy. These findings suggest that la te  TOP for feta l  

abnormality does not generally have medical implications for  

subsequent pregnancies.
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1.2 .10  The psychosocial aspects of prenatal diagnosis and

subsequent reproductive behaviour.

Genetic abnormalities and prenatal diagnosis (PND) are 

l i k e l y  to have an emotional impact on parents-to-be because they 

influence the strong basic drive for reproduction and survival 

through one's descendants. In the past,  couples at risk of genetic 

disease were often deterred from planning further pregnancies (Carter  

et al 1971; Emery et al 1972, 1973; Reynolds et al 1974; Klein and 

Wyss 1977). Prenatal diagnosis now gives many of these couples

su f f ic ie n t  reassurance to proceed with another pregnancy..

In the early seventies, before the development of PND,

reproductive behaviour a f te r  diagnosis of genetic conditions was 

mainly determined by factors derived from genetic counselling,  

including quanti tative information about the recurrence risk and 

detai led information about the nature of the abnormality. I n i t i a l l y  

only the increased recurrence risk appeared to be the major factor in

th is  decision. At a high risk ( a r b i t r a r i l y  defined as more then 10%)

the majority refrained from reproduction, and a low risk (<5 %) they 

took another chance. However, Carter et al (1971) noticed that as

many as one t h i r d  of the high-risk group opted for another pregnancy, 

and as much as 25% of the low-risk group refrained from pregnancy. 

They observed that  other factors played a role.  Those who proceeded

with a high risk usually had a medical disorder or one which resulted

in neonatal death, rather than prolonged handicap. Later,  many 

authors observed similar influences on the reproductive decision, but 

added that  the existing family experiences may be important; in 

par t ic u la r  a handicapped chi ld  in the immediate or extended family,

cul tural  and rel igious at t i tudes,  and socio-economic factors (Leonard 

et al 1972; Hsia et al 1979; Lippman and Fraser 1979a, 1979b and 

1979c; Ekwo et al 1985; Beeson and Golbus 1985). Only Wertz et al 

(1984) could f ind no relationship between reproductive behaviour and, 

respect ive ly , the nature of  the i l lness ,  the risk factor ,  the 

p o s s ib i l i t ie s  for treatment, and the couple's understanding of 

medical and genetic facts.
Many authors have reported changed reproductive behaviour 

a f te r  the introduction of prenatal diagnosis in that many couples 

dared to t ry  to achieve th e i r  planned family size (Everts-Kieboom 

et al 1980, 1982; Model! 1982; Roghman and Doherty 1983; Scriver
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et al 1984; Kaback et al 1984). Everts-Kieboom (1980 & 1982) studied 

couples with fetuses affected by neural tube defect or Down's 

syndrome, and Royhmann investigated women with advanced maternal age. 

Both observed an increased reproduction due to the a v a i la b i l i t y  of 

prenatal diagnosis.

In contrast, Laurence and Morris (1981) observed in the 

same indication group (NTD) as Everts-Kieboom, that a large number of 

couples refrained from reproduction in spite of the a v a i la b i l i t y  of 

amniocentesis.

FIetcher(1973) and Lipmann (1979a, 1979b and 1979c),

studied perceptions of patients a f te r  genetic counselling and 

d i f f i c u l t i e s  which couples encountered in the i r  decision making 

process . The l a t t e r  found that a f te r  reducing risk into a binary 

form ( i t  can happen again or i t  cannot happen again) three categories 

emerged: d i f f i c u l t  assessment of the emotional, social and physical

aspects and burdens of the specif ic handicap, doubt about the i r  own 

a b i l i t i e s  as parents in case the chi ld is affected, and doubt about 

t h e i r  choice and how others may react to that choice. In her 

conclusions Lipmann mentioned that the subjective, imaginary 

processes are of greater importance to the couple in the i r  

reproductive choice a f te r  abnormality than are the objective genetic 

information on diagnosis, prognosis and recurrence r isk.

As indicated in section 1 .2 .1 ,  in an average pregnancy some 

emotional disturbance is normal, but more disturbances may be 

expected in pregnancies monitored by non-routine medical examinations 

or screening. Of al l  the prenatal diagnostic techniques, the 

emotional impact of amniocentesis has been frequently studied and 

th is  l i t e r a tu r e  c lear ly  demonstrates that amniocentesis subjects the 

prospective parents to stresses of varying degree (Fava et al 1982; 

Phipps and Zinn 1986; Beck et al 1984).
Some authors reported that the subjectively experienced 

beginning of pregnancy is influenced by the procedure. Beeson & 

Go!bus (1979) observed that women were reluctant to become 

emotionally involved with the pregnancy unti l  the test result was 

known and the fetus welcomed as a prospective child.  More recent 

studies could not always confirm these findings (Ashery 1981; Dixon 

et al 1981). In the study of Verjaal et al (1982), as many as half  

the women informed th e i r  acquaintances about the pregnancy before the
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amniocentesis was performed.

Fears of feta l  in jury or defects are common. In the study

of Finley et al (1977) ha l f  of the women recalled these par t icu la r

fears and 69% of the women in the study of Verjaal et al (1982) were 

a fra id  that the procedure would damage the fetus. Leonardi & Esrig 

(1982) reported that 10% of patients were s t i l l  concerned about 

induced feta l  injury a f te r  the test  had been performed. Another 

cause of anxiety is the fear of amniocentesis producing a 

miscarriage. Findley et al (1977) found th is  in 30% of women and 

Dixon et al (1981) reported that preceding the tes t ,  38% of women

feared that amniocentesis might cause a miscarriage.

A number of women also reported that fears relat ing to the 

unknown aspects of the procedure, or to pain caused by the t e s t ,  made 

them more reluctant to opt for th is  form of prenatal diagnosis 

(Findley et al 1977). When asked about th e i r  perception of the 

procedure, Everts-Kieboom et al (1988) reported that a considerable 

number of women did not f ind the procedure a frightening experience. 

However 25% of the women found the amniotic puncture and the pain

associated with i t  most unpleasant. Women who were not bothered by 

the procedure were mostly those who chose amniocentesis for advanced 

maternal age (older age group).

For couples, the time interval between the performance of 

the test  and the communication of the tes t - resu l t  is fraught with 

ant ic ipat ion anxiety.  McGovern et al (1986) found 83% of women at 

least  moderately anxious during th is  time and 62% of women, studied by 

(Dixon et al 1981) reported the waiting time as the most d i f f i c u l t  

aspect of amniocentesis. Women who had amniocentesis because of a 

previous defective child experienced increased anxiety i f  compared 

with,  for  instance, maternal age indication (Robinson et al 1975; 

Beeson & Golbus 1979; Everts-Kieboom et al 1988). However, Verjaal 

et al (1982) and Fava et al (1983) could not confirm th is  f inding.  

Notwithstanding the concerns raised, the overall evaluation of the 

procedure is almost always posit ive (Godmillow et al 1978; Dixon 

et al 1981); most couples would recommend the test to friends (Vinson 

et al 1980; Dixon et al 1981; Verjaal 1982).
In try ing to assess the atti tudes of women to chorionic 

v i l lu s  sampling (CVS) versus amniocentesis, Perry et :a l  (1985) noted 

that although risk information was the most important factor for
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women preferring amniocentesis (50.2%), the timing of the test and 

the termination procedure were the most important factors to those 

preferr ing CVS (45.1%). However, risks of miscarriage af ter  CVS were 

not clear at the t ime. In the hypothetical case that CVS had the 

same risks attached as amniocentesis, 82% would prefer th is  

procedure. The Canadian Collaborative CVS-Amniocentesis Clinical  

Tria l  Group (1989) however, noted that women considered more then 

just  the fetal  loss rates. Factors such as the l i k e ly  success of the 

procedure on f i r s t  attempt and the accuracy of results are also 

l i k e l y  to influence t h e i r  choices.

Because maternal serum alphafetoprotein (MS-AFP) screening 

is essent ial ly  a non-invasive procedure, i t  is unl ikely to provoke 

the level of anxiety commonly associated with amniocentesis but for  

some a raised MS-AFP may cause residual prenatal anxiety,  despite 

normal diagnostic studies,such as ultrasound and amniocentesis (Fearn 

et al 1982; Bern-Fromell and Kjessler 1984). For those with 

elevated MS-AFP who refuse further diagnostic tes ts ,  extreme anxiety 

may persist throughout pregnancy and even a f te r  the birth  of a 

"normal" child (Burton et al 1982). This negative effect of an 

abnormal i n i t i a l  screening result  may be d i f f i c u l t  to erase 

completely.
For 7% of the couples opting for prenatal diagnosis, fetal  

abnormality w i l l  be revealed and this wil l  produce emotional trauma. 

They wil l  be confronted with the decision to abort a wanted pregnancy 

and thus prevent the b ir th  of a handicapped chi ld  or to continue the 

pregnancy and have consequent d i f f i c u l t  choices about further  

reproduction.
There is l i t t l e  known about the psychosocial and 

reproductive consequences for the couples who elect  for abortion for  

FA. From the few studies conducted i t  appears that this form of 

fe ta l  loss produces an intense and long-term emotional impact, often 

described as emotional trauma.
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the published l i t e r a t u r e  (Blumberg et al 1975; Donnai et al 1981; 

Adler 1982; Leschot et al 1982; Lloyd et al 1985; Becker et al 1984; 

Jones et al 1984; THomassen-Brepols 1985) regarding abortion for  

"genetic indication" usually reports the opposite (see table 1).

Blumberg et a l . (1975) provided the f i r s t  data on this

subject and found that the incidence of depression following elect ive  

abortion was 92% of women and 82% of men. This was greater than that  

usually associated with e lect ive abortion for psychosocial 

indications or with the delivery of a st i l lborn  chi ld  (see section

1 .4 ) .  Further contributing to the emotional burden of the elective

abortion was the sense of gu i l t  associated with genetic disease and

th is  was par t ic u la r ly  damaging when genetic responsibil i ty  was 

derived from only one parent (Blumberg, 1984).

Autosomal recessive conditions, where both parents shared 

genetic responsibil i ty ,  were less damaging. Blumberg (1975) stressed 

that the prolonged d i f f i c u l t i e s  described by couples indicated the 

need for supportive counselling a f te r  the selective abortion. Donnai 

et a l . (1981) confirmed that  the small numbers of women undergoing 

termination of a planned or wanted pregnancy a f te r  prenatal diagnosis 

constituted a higher-risk group, vulnerable to depression and social 

disruption. Adler et a l . (1982) found that only four couples (33%)

involved rel igious factors in th e i r  decision to e i ther  terminate or 

continue the pregnancy. Two of these families were Roman Catholic

but a l l  four stated that they received support from th e i r  church 

leaders and relatives in th e i r  decision. The interviews with husbands 

revealed that t h e i r  decisions seemed to require less soul-searching 

than t h e i r  wives. In several families the gr ie f  persisted for over a 

year and the anniversary of the termination often reopened mental 

wounds. Leschot et a l . (1982) concluded that termination of a

pregnancy because of a malformed fetus was associated with long-term 

psychological side e f fec ts ,  and that the emotional upheaval persisted 

for variable periods a f te r  the diagnosis and the decision concerning 

pregnancy outcome. Becker et a l . (1984) drew conclusions regarding 

patient care or lack of i t  and emphasized the need for support by 

both partners. Seeing, holding, naming the baby a f te r  delivery, and 

subsequently receiving autopsy results were the most helpful factors 

for  90% of the respondents: none of the respondents considered any of 

these to be deleterious to the i r  coping process. All the above



Ta
bl

e 
1. 

Re
vi

ew
 

of 
lit

er
at

u
re

 
of 

th
e 

fo
llo

w
-u

p 
af

te
r 

te
rm

in
at

io
n 

fo
r 

fe
ta

l 
ab

no
rm

al
i

<u
> c_

3
+■> o
O •r—
3 >

"O
O
c. OJ
CL.O
<u

C d

"OO

>-i 4J E

t_ -a  
<u o

JD XT

4-> -a
CO <u

C L  t_
o

10 t - r  
a> <o l  a 3 c  >- <

"O
a)

(U
+->
to oo

^  <oOJ 0)

o

X
CO o

00

re io <o
i <u e

o
I— jQ V) 
nj W (O 3 O +-> 4->
•r- UT3 ai 

E  CD <D CD 4-  
l -  O  4-  U

3 Jai'o ioi x: C  t/)

C71 O . 1/1 <D
CD U  <D ' f -  ~ o  <D C >,03 ^01X3
o  to  - i-  t_  o  a> c

a t
j-> i—
CL CD jQ  E C O  
^ 1  * '
CO CL Q . 
• •  O  EOI I  
[_ . .  
a) E  a
4-J C— CO ai aj +->+-><- 
c_ CD I

_C+->
4-  5  
<D

ai co
>  CO - i -

•r- 0) E+-> I—
UJ3 II
*  E  JC

<D -r- 
X  to  I—  
N  ID  C

5
-C <U 4-3 a;
o •r- O »r~
C- c > 3  >
CO CD L. C. L.
<U *r- dJ « +-> <U r—
L0 tO 4-> CL V) 4-3 to
<U <U c  s C C L.
a : -o •r- 2 : 3  *r- O

to >) -0
•r- <U C c
C CD tO <T3 •f—
L. t- ■O u ■M to
O 0) C •1— <u C. ' 0 c
M- -Q to to c. <U -C 0
• r  If) £ r—  rH c OJ cu -C CM O u
r— 3 CD CO c 5  00 r— 4-3 00 to to
<T3 CD 1— C CD 0 a> cd *0 CU CD 0) •r—
O  r l  CD LlJ »—» Q Z  f-H c Z  «-H —1 3

•t-
I—  00
<C CD

CO T3
a> in >, 
i— oo o
«J CD »—

T3a)

to  CD _£3 a i CD 
O  C  +  CL c  
r -  -r- E  •!-

<d
I—  <u

cd e X-OTI CL "O 4-> ,— Q. tOO CD C 3 to 1— c t. 3 r̂

r—I
to H N CM

H 11 II II II
4-3 • 4-> •

C 0 c ^ O C CD r— c c
5 t- CD CD <0 C- * r0 fO 5 5
O Q) 4-) 0 4-3 to a; O 4-3 to 0 0
c 4-3 V) c (O «4-> c to • c c

to O O CL CO O CL J* Jwf
c t- c >> >> c C- >-. c c
3 x: cl 3 clx: -c 3 CL-C 3 3

c
r*- * to •
• • to 0 • O

r***** r-H CD f"«- co ln to CM c co r— to
CO CM 1—1 CO r-H 1 CO t-H 1 c- CM

1 11 1 II 1 II 0  II £= 1 11 CM II 1
O E CO E CO E H E 3 E r-t E to

** **
O O LD CM

00 CO 00 <T> LT) c-
11

CO CL CM CL cm a. CD CL to CM Q. 00 CL 0
rH tO 1—1 to r-H to r-4 tO iH rH (/) ^ to CO
1! <U II 0) 1 CU II (U II II II (U II 0) II
Z t- z <- z c- Z C— z  ̂E t. z *- z

> L.
4-3 t- to <u X) to <U
to CU CU 4-3 (U 2 <U 4-3
0) 4-> cl ca L. (U CL tO
3  C 00 #0 c_ 3  *r- f 0  L.
CT *r— »— to 4-3 i 4  ̂ > 4-3 1

• to  II 0  4-3 t- O <- O t-
,— to 4-3 CL •1-  to 01 3  <U •r- (U

• to to "O CD 4-3 C_ 4-> ■a 4->
t- to 0  ai 3  3  C 4-3 C 3  C
0  + CL c- #T3 CT-r- to «r- ra •!-

c C
to <u to

1—’ to r—
u to O
<u CL
J= 10 E CU
4-3 CO 0 L.
0) CD S I CO
Z  r-t h- 1 qu

es
t=

qu
es

ti
on

na
ir

e,
 

s.
s.

in
te

rv
=s

em
i-

st
ru

ct
ur

ed
 

in
te

rv
ie

w
, 

M
M

PI
-M

in
ne

so
ta

 
M

ul
tip

ha
si

c 
Pe

rs
on

al
ity

 
In

ve
nt

or
y 

re
sp

=r
es

po
ns

e 
ra

te
, 

W+ 
=w

is
he

s 
an

ot
he

r 
pr

eg
na

nc
y



- 35 -

these to be deleterious to t h e i r  coping process. All the above 

authors reported that about half  the patients refrained from further  

pregnancies but none looked into the reasons for th is .

Jones et al (1984) was the only paper which found long-term 

deleterious effects in a minority (30%) of the 14 women and twelve 

men they interviewed. They observed that 80% chose further  

reproduction. Their response rate ,  however, was low at only 39%. The

reasons given by the non-participants were; "this subject is too

pa in fu l ,  we do not want to discuss th is" .  The authors observed that  

most of the negative outcomes may have been in the non-response 

group. They reported that those who did respond coped well with the 

sequelae a f te r  TOP. However, as the response group did not appear to 

be representative, the value of the conclusions is uncertain.

Except for the last study, al l  quoted authors have similar  

conclusions. A couple may have to pay a high pr ice,  in psychological 

terms, for the prevention of genetic or congenital abnormalities by 

the termination of an affected fetus. Blumberg (1984) was the only 

author to examine the cause of the depression. As in s t i l l b i r t h  

(Lewis and Page 1978; Turco 1980; Kirkley-Best and Kellner 1982; 

Forrest et al 1982) the abortion may create a feeling of regret,

disappointment, and the notion of having lost a wanted chi ld.  

Blumberg (1984) noted additional factors and mentioned that;  "Perhaps 

the role of decision making and the responsibil i ty  associated with 

select ive abortion explains the more serious depression af ter  the 

l a t t e r .  A s t i l l b i r t h  is usually regarded as an unfortunate accident. 

Even when select ive abortion is accepted as the only alternative and 

preferable to the bir th  of a defected ch i ld ,  the responsibili ty of 

making the decision to abort may prove to be an uncomfortable burden 

for the parents. This loss does not "just happen", indeed one chose 

i t  and is thus responsible. As a th i rd  factor ,  Blumberg emphasised 

th a t ,  comparable to the bir th  of a handicapped chi ld,  diminished 

feelings of se lf -va lue occur through fa i lu re  to produce healthy 

progeny. F ina l ly  he mentioned as a complicating factor the duration 

of the pregnancy, through which the fetus is viewed as a future child  

and the baby about whom the couple start  to fantasise and to relate .  

Not only is the pregnancy terminated, but also the process of 

psychological and physical preparation for the parent-child

relationship is disrupted.
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interviewing 30 women 6 to 27 months a f te r  the TOP. For 77% the event 

had the psychological meaning of the loss of a wanted child,  and at 

the time of the interview, one t h i r d  appeared to have coped with the 

event.  Coping was complicated by feelings of moral and biological  

incompetence. The loss of hope for a healthy child played an 

important par t .  The author reported that confl ic t ing emotions were 

subsequently e l ic i t e d  by two conf l ic t ing  images: the image of the 

wished-for,  fantasized baby and the image of the handicapped child.  

She observed that couples frequently became isolated because people 

tended to avoid problems regarding heredity,  handicap and abortion.

Thomassen-Brepols (1985) was also the only author who 

conducted a separate study into the psychosocial aspects of family 

planning and reproduction a f te r  a mid-trimester TOP for FA. Of 100 

women who responded to a questionnaire,  about hal f  did not want 

another pregnancy, but only 9% were content with th is  decision. Of 

the others, 41% showed conf l ic t  between actual reproductive behaviour 

and the desired family size.  Not wanting another termination of 

pregnancy was the main argument for refraining from reproduction 

(50%). Others wanted another chi ld  but were frightened of renewed 

confrontation with fetal  malformations (39%), and the d i f f i c u l t  

decisions concerning continuation and termination of pregnancy. No 

mention was made concerning management, or whether lack of after-care  

had contributed to the co n f l ic t .  Risk of reproductive confl ict  was 

greatest amongst the women who had had a fetal  abnormality associated 

with maternal age. The pressing time factor with approaching end of 

f e r t i l i t y ,  ignorance of the syndrome, and the f i r s t  confrontation 

with reproductive fa i lu re  were commom causes for th is  conf l ic t .

Ignorance of the disease or malformation in women who were 

confronted by a diagnosis d i f ferent  from th e i r  indication for  

prenatal diagnosis was another reproductive conf l ic t  risk factor.  

Objective genetic r isk and family constellation appeared to be not of 

prime importance in the reproductive decision and she reported that  

a l l  women who became pregnant (39% of the t o t a l )  had prenatal 

diagnosis in that  pregnancy.
When ref lecting on the influence of the actual method of 

medical procedure employed for second tr imester induced abortion,  

Blumberg (1984) noted that "vaginal delivery of a non-viable fetus 

fol lowing prostaglandin administration (or similar technique) has
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been especial ly traumatic for select ive abortion recipients".  The 

stark re a l i t y  of the observed fetus denies the opportunity to 

consider the abortion in abstract and more comfortable terms, unlike 

a D&E under general anaesthesia. However, ultimate resolution of the 

g r ie f  process may actually be f a c i l i t a t e d  by the direct contact with 

the fetus.  Being forced to face the fetus,  the parents are required 

to acknowledge and to deal with t h e i r  g r ie f .

Lloyd and Laurence (1985),  used a control population, to 

compare the reactions of three categories, women who had a

spontaneous abortion, a previous s t i l l b i r t h  or neonatal death; 

previous termination for medicosocial reasons; and 48 women after

TOP for  FA. They found an acute g r ie f  reaction in 77% a f te r  the TOP

for  FA and 45% remained symptomatic at 6 months a f te r  termination 

while 20% required treatment. This compared with no such reaction 

a f te r  spontaneous abortion or medicosocial abortion e a r l ie r  in 

pregnancy. They found the response to termination of a wanted 

pregnancy to be s imilar  to p o s t - s t i l lb i r th  reactions. When examining 

the management aspects, they found the lack of coordinated

home-visiting a f te r  the termination surprising, and the l iaison

between the gynaecological wards and the primary health-care team not 

as e f fec t ive  as the l iaison between the same professionals and the 

obstetr ic  services. Although the routine hospital follow up at six 

weeks was uniformly e f f ic ien t  as a postnatal check, there was

generally no opportunity for the complicated and highly personal 

attent ion that many needed. They reported that lactation and

mast it is  were distressing, although surprisingly few patients 

presented to the general pract i t ioner  with these problems. Twelve 

patients (of the 48 TOP for FA) did not embark on further pregnancies 

and eight subjects experienced problems severe enough to influence 

reproductive behaviour. They concluded that with the advances in 

prenatal diagnostic techniques, provision of support a f ter  

termination had not proceeded at the same rate and services had not 

developed to meet th is  unperceived need. They remarked, f in a l l y ,  that 

as well as elucidating the nature and consequences of response to TOP 

for  FA, further studies are needed to ident ify  the risk factors for a 

negative sequelae.
Although al l  of these authors agreed that some painful 

psychosocial sequelae are to be expected af ter  TOP for FA, many were
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psychosocial sequelae are to be expected af ter  TOP for FA, many were 

surprised by the duration and in tensity .  However, i t  is s t i l l  

d i f f i c u l t  to f ind clear confident and uncontroversial pronouncements 

on the psychosocial implications of a termination for fetal  

abnormality. The numbers researched have been small (study numbers 

ranging from 12 to 48) and research is complicated by various 

def in i t iona l  and methodological problems ident i f ied  by Hollerbach 

(1979b). These included; fa i lu re  to include pre-abortion

psychological assessment of the woman and her partner to act as a 

baseline; fa i lu re  to distinguish d i f fe ren t ia l  effects of abortion by 

indication by abortion method and by probabil i ty of recurrence; 

small sample sizes; and inattention given to possible interviewer  

bias or sampling bias in the return of questionnaire; wide variations  

in t iming of follow-up interviews; variation of timing of studies and 

ignorance of the legal and cultural  acceptabil i ty of abortion;  

absence of appropriate control groups; use of ambiguous terminology 

and problems of de f in i t ion  and comparability of such concepts as 

"depression, g u i l t ,  regret,  or uncertainty"; and f in a l l y  lack of 

standardisation to measure the ef fect  of an abortion.

1.3 Aims of the Present Study

The overall aim of the present study was to examine the 

current management of TOP for  FA, to ident ify  whether there was scope 

for improvement. Special attention would be given to the following 

questi ons
1 Do couples experience the sequelae of a TOP for FA i f  so what 

are these?
2 What percentage of men and women have an adverse outcome af ter

TOP for FA.
3 Does the adverse outcome relate to the factors set out in

table 2 (depression, duration and intensi ty)  ?

4 Does TOP for FA cause reproductive confl ict?

5 What alternatives to current management might improve the

situation?
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CHAPTER 2

MANAGEMENT ASPECTS AFTER DETECTION AND TERMINATION OF PREGNANCY FOR
NEURAL TUBE DEFECTS
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2.1 Introduction to the First Study

In the West of Scotland, the incidence of neural tube 

defects is high (1 in 300), and in view of th is  antenatal screening 

by maternal serum alphafetoprotein assay (MS-AFP) was introduced in 

1975. Most pregnant women in the region are offered, and accept,

th is  screening test  and when confronted with a posit ive diagnosis,

the vast majority of women opt for termination of the pregnancy

(TOP).

When the West of Scotland joined the Medical Research

Council's "Randomised Clinical Tr ia l  of Folic Acid and other Vitamin 

Supplementation in the Prevention of Neural Tube Defects" (M.R.C. 

Vitamin Study), a large number of women in the West of Scotland (over 

1300) and with a history of fetal  NTD were interviewed at home. A 

large percentage of these women had had a TOP for NTD and i t  soon

became apparent that most were very keen to ta lk  about th e i r

experiences and th e i r  perceptions of screening, prenatal diagnosis 

and termination of pregnancy. I t  transpired that although women f e l t  

grateful towards hospital s t a f f ,  many had very clear but often 

unhappy memories of the management around the event and f e l t  

unprepared for the physical and emotional impact of the termination 

and the sequelae.

2.2 Aims of F irst Study.

To assess the management around prenatal diagnosis, and

before, during and a f te r  a TOP for NTD and to evaluate whether, in

general,  management f u l f i l s  the women's perceived needs.

2.3 Patients and Method

The patients for this retrospective study were ident if ied  

from the records of the West of Scotland Regional Genetics Service. 

The pat ient 's  date of termination was ascertained along with the 

nature of the NTD, the patient's  date of b i r th ,  her address, the name 

of her maternity hospital and her hospital number. In order to
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obtain the name and address of her General Practit ioner (GP) and to 

confirm termination for NTD, the records of 16 maternity hospitals 

were consulted. After permission had been obtained from the GP the 

patients were v is i ted;  in the f i r s t  instance, to inform them about 

the M.R.C. Vitamin Study. However, th is  opportunity was taken to 

interview 40 women about th e i r  management before, during and a f te r  

termination. Notes were made about th e i r  comments. With this  

information a detai led questionnaire was compiled, including open and 

closed questions, and tested on 15 women (a f te r  TOP for NTD). After  

f ina l  amendments, 215 women were v is i ted  at home between 1983 and 

1985 and asked to complete the questionnaire (Appendix I )  in the 

presence of an experienced interviewer (MW). After re-examining 

hospital records, 49 patients were excluded because they did not have 

a true termination for  fe ta l  NTD they had had an intra-uter ine or 

neonatal death with NTD. Thus the results of 166 questionnaires are 

reported.

2.4 Results

166 women were interviewed and the results for this study 

are divided into six sections; 2,4.1 Patient 's background 

information, 2 .4 .2  Prenatal diagnosis, 2 .4 .3  Explanation of the

abnormality, 2 .4 .4  Care during termination, 2 .4 .5  Post-termination

hospital care, and 2 .4 .6  Post-termination community care.

2 .4 .1  Patient's Background Information

Age Distribution at Termination

The majority of women were aged between 20 and 30 (123,

82%) and th e i r  husbands between 25 and 35 (105, 63%). This is not

s ign i f icant ly  d i fferent  from the s ta t is t ics  for Scotland (as supplied 

by the Greater Glasgow Health Board Information Services Unit) .

Social class

Although socioeconomic group 3 seemed s l ight ly  over

represented, the social class distribut ion (Classif ication of

Occupations, 1980) appeared to re f lec t  the general population for
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Scotland (as supplied by the Greater Glasgow Health Board Information 
Services Un i t ) .

Affected Pregnancy

For 67 (40%) of the women i t  was a f i r s t  pregnancy, for 55 

(33%) a second, and 50 (30%) had had more then two pregnancies before 

the TOP for  NTD. 5 (3%) patients had more then one affected

pregnancy but only the most recent termination was assessed for th is  

study.

Findings in aborted fetuses

90 (54%) of the fetuses had anencephaly, 65 (39%) had open 

spina b i f id a ,  8 had an encephalocoele, 2 had closed spina b i f ida  and 

1 had iniencephalus.

Time between the interview and the termination

Women had th e i r  TOP for NTD between 1980 and 1985. Many 

(61, 37%) completed the questionnaire between 4 and 8 weeks a f te r  the 

TOP, 53 (32%) between 2 and 6 months and 52 (31%) between 7 months

and 8 years. The events around the termination were clearly recalled  

by a l l ,  only minor detai ls e.g.  type of analgesia,  being forgotten.

2 .4 .2  Care During Prenatal Diagnosis

Was screening offered ?

Patients were asked whether they had been offered maternal 

serum alphafetoprotein (MS-AFP) screening. 124 (of 166) were offered 

screening and accepted. Those replying "no" gave the following 

reasons; 3 were not offered screening (ultrasound detection),  3 were 

offered screening but refused (NTD detected by ultrasound), 4 were 

over 20 weeks of pregnancy and outside the screening period, 3 were 

detected at amniocentesis for previous NTD/Down's Syndrome, 27 were 

detected by ultrasound before the MS-AFP screening period and 2 were 

screened without knowledge or permission.

Id en t i f ic a t ion  of NTD pregnancies

The pregnancies were primari ly ident i f ied  by MS-AFP (66%), 

by ultrasound scan (29%) and by amniocentesis in 4%.
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Expression of doubt voiced to patient

Doubts that there might be something wrong with the

pregnancy, were expressed to 40% of the patients af ter  a routine

scan, to 10% a f te r  one high MS-AFP resul t ,  to 28% a f te r  the i r  second 

MS-AFP, and to 7% af ter  amniocentesis.

Preparation for possib il i ty  of NTD in fetus

The possib i l i ty  of a NTD pregnancy was mentioned to 104 

(62%) of the patients following an abnormal scan or elevated MS-AFP. 

11 (7%) of the patients could not remember what was said to them and 

the remaining 49 (30%) were to ld  that something was wrong with the

pregnancy, but l e f t  guessing as to what i t  could be.

Confirmation of NTD

The abnormality was confirmed by ultrasound in 99 (60%), by 

amniocentesis 66 (40%), and by X-ray 1 (1%).

Time between the expression of doubts and confirmation of NTD

The time from i n i t i a l  doubts expressed to the patient to the 

confirmation of a NTD lesion varied. Most women (87, 52%) had the

NTD pregnancy confirmed in less then a week, for 32 (19%) i t  took a

week or more, for  28 (17%) two weeks. 19 (12%) had to wait between 3 

and 6 weeks for confirmation. This was mainly due to samples sent 

and received during the Christmas holiday period and in one instance 

a four-week wait was due to a laboratory error .

PATIENTS1 OVERALL ASSESSMENT OF PRENATAL DIAGNOSIS

Patients rated the care received on a scale from bad to excellent.

Bad 3 (2%). Poor 7 (4%). Average 19 (11%). Good 111 (67%). 

Excellent 26 (16%)

The twenty-six patients who scored average and poor had various 

complaints, most commonly concerning communication,and the time for  

tes t  results to come back.

The three "bad" respondents were:-

1 The patient was not scanned at amniocentesis (patient saw 

bloody amniotic f lu id  and th is  was followed by massive 

haematoma around her wais t) .
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2 The patient was reassured despite 2 raised sera (of which

she was not informed), and thus the diagnosis of NTD came
as a tota l  surprise.

3 A wrong result due to an analytical error (discovered by

the laboratory) was detected four weeks l a te r .

Patients'  comments in re lation to prenatal diagnosis

Body language and tension in the ultrasonographer suggested 

problems yet there was no further  communication at the time of the
examination. This was very fr ightening.

2 .4 .3____ How was the Abnormality Explained

Which person gave the patient the f ina l  diagnosis?

The f inal confirmation of the diagnosis was given to 71 

(43%) patients by th e i r  obstetric  consultant, and to 76 (46%) by 

ul trasonographer (some of whom were obstetric consultants). The 

remainder were to ld  by a reg is t rar  8 (5%) at home by the i r  general 

prac t i t ioner  9 (5%) or by a health v is i to r  2 (1%). The patients

preferred to be to ld  by th e i r  obstetr ic ian (or by an "authoritative"  

ultrasonographer) so that options for action could be discussed.

Who accompanied the patient at the time?

Most patients (97, 58%) were accompanied by the i r  husbands. 

Some asked a re la t ive  (15, 9%) or a fr iend (4, 2%) to be with them. 

However, 51 (31%) were alone when they were told that th e i r  fetus had 

NTD and although patients real ized that th is was not always possible,  

al l  would have l iked to have been accompanied to share and pool the 

information offered.

What was perceived about the NTD lesion?

The majority of patients (142, 86%) remembered being to ld  

that  the lesion was severe and the prognosis bad. 13 (8%) were to ld  

that the lesion was vis ible  but could not remember prognosis, 11 (7%) 

remember the prognosis to be doubtful, and 2 (1%) understood the

fetus to be possibly dead.
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Was the diagnosis understood?

Although patients found i t  hard to remember any information 

given about NTD, the vast majority (157, 95%) had heard about spina 

b i f id a  and had some idea what the implications for the fetus could 

be. 4 (2%) f e l t  confused at the at the time and 5 (3%) had no idea of 

what they were to ld .

With whom was the diagnosis discussed?

During the decision-making t ime, 79 (48%) discussed the 

implications of the NTD with th e i r  husband only. Others asked for  

the opinions of re latives (33, 20%), friends (3,  2%) or t h e i r  health 

v i s i t o r  (3,  2%). 28 (17%) had a discussion with the ir  GP. 15 (9%)

patients made another appointment with the i r  obstetrician for a 

fur ther  explanation (they were not the patients who reported that  

they did not understand the diagnosis) and 5 (3%) women made the 

decision alone.

How was the pre-termination counselling and the discussion assessed?

Most (113, 68%) could not think of any way of improving

th is  d i f f i c u l t  task. 4 (2%) f e l t  i t  could have been done more

sens it ive ly ,  but could not suggest how, 27 (16%) f e l t  that they 

should have been encouraged to be accompanied before being to ld  the 

f ina l  diagnosis or that arrangements should have been made for the i r  

return journey home. Many patients f e l t  that the s ta f f  were 

embarrassed at the sight of th e i r  distress instead of displaying some 

empathy. Two couples f e l t  that the counsellor had strong views 

against TOP for FA and f e l t  confused about th is .  22 (13%) had f e l t  

numb and could not give an assessment of the counselling.

Was the termination procedure discussed before admission to hospital?

The TOP procedure, length of labour, pain and analgesia

were discussed with 86 (52%) pat ients,  with 12 (7%) only some aspects

were discussed, 2 (1%) could not remember and 62 (37%) entered

hospital  thinking that they would be asleep during the termination 

and that al l  would be over in a couple of hours.
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PATIENTS' OVERALL ASSESSMENT OF HOW THE ABNORMALITY WAS EXPLAINED 

Patients rated the care received on a scale from bad to excellent

Bad 5 (3%). Poor 29 (17%). Average 30 (18%). Good 83 (50%). 

Excellent 19 (11%)

Comments of patients who scored bad and poor were mentioned e a r l ie r

Patients'  comments in re lation to how the abnormality was explained

I heard that the diagnosis was serious and I went numb; I just  

could not remember anything about the consultation.

I was unaccompanied and s t i l l  can not remember how I got home 

(One lady got into the wrong bus and found herself  60 miles from 

home)

I f e l t  so ambiguous about the decision making. On the one hand 

I wanted more time on the other, I wanted the NTD pregnancy 

terminated as soon as possible.

I wish that I would have been to ld  how long I should expect to 

be in hospital fo r ,  so that I could have made better  arrangements for  

the animals

2 .4 .4  Care During Termination

Time between the i n i t i a l  screening or PND and the termination

Those detected by US or one raised serum (48, 29%) were

able to have the termination in one week or less, for the majority i t  

took between two and three weeks (84, 49%). 36 (22%) had an anxious

four to seven weeks before they had th e i r  termination. This was due 

to a combination of doubt about the diagnosis (30, 18%), the patients 

own indecision about whether to terminate or not (6,  3.6%), mistakes 

in sample handling (one case),  and lack of response to a raised serum 

report (one case).
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Waiting time for admission to hospital for termination

Some women (36, 27%) were admitted the same day, although 

four of them would have preferred to have been admitted la te r .  Most 

(74, 45%) were admitted the following day. 44 (26%) were admitted

between 2 to 4 days a f te r  th e i r  decision of whom 15 (34% of 44) would 

have preferred an e a r l ie r  admission. Those who waited between 5 to 8 

days 12 (7%) offered no complaints. This l e f t  147 (89%) sat is f ied

because they were admitted at the preferred t ime, and 19 (11%)

di ssat is f ied .

Place of termination.

Most women (110, 66%) had th e i r  TOP in a labour room; this  

was perceived as painful when the crying of newborn emphasised the 

f ru i t le s s  labour, but on the whole patients understood the safety 

aspects of th is  ward. In some hospitals patients (46, 28%) delivered 

in the same si deroom (in an ante- or post-natal ward) to which they 

were admitted; in general th is  was l iked as long as the side ward was 

well removed from the nursery. 9 (5%) were delivered in the side 

room of a gynaecological ward and f e l t  doubtful about this and 1 

patient delivered in a ger ia t r ic  ward and found this upsetting 

especial ly as she was to ld  that the labour-room s ta f f  refused to look 

a f te r  any patients who opted for a TOP. The fact that the fetus was 

not viable (anencephaly) made no difference.

Pain control
Most patients found i t  d i f f i c u l t  to recall  the analgesic 

given. 76 (46%) were doubtful as to what they had received. 53

(32%) thought that they were given pethidine. 35 (21%) received an 

epidural and 2 patients refused al l  analgesics, in spite of being in 

great pain, as a way of punishing themselves. Most (118, 71%)

recalled the pain control to be e f fec t ive ,  19 (11%) could not

remember, and 28 (17%) experienced a lot  of pain.

Those complaining of ineffective pain control found the 

time between the injections too long (four to six hours). At times 

the epidural was not e f fect ive  and only one side of the body would be 

free of pain.
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Perceived at t i tude of s ta f f  during TOP procedure

Sta f f  were perceived as kind and caring by 159 (95%), 7

(5%) women found the at t i tude cold and uncaring par t ly  because they 

were l e f t  alone for long periods. One lady delivered alone and had 

no way of a t tracting attention but by screaming.

PATIENT'S OVERALL ASSESSMENT OF CARE DURING THE TERMINATION

Bad 3 (2%). Poor 14 (8%). Average 23 (14%). Good 105 (63%). 

Excellent 21 (13%)

Those reporting "bad" mentioned the following adverse factors.

-  Allowed to del iver  alone.

- Allowed to del iver  in same room as social termination.

- Feeling that doctors and nurses "disapproved" of 

termination.

Patients'  comments in relation to care during the termination

I was made to wait such a long time a f te r  admission before

I saw a doctor(4 hours) and nearly discharged myself again.

I honestly thought that I would have a general anaesthetic and 

that  when I woke up al l  would be over.

I had never seen a labour room before and f e l t  t e r r i f i e d  by the 

equipment and the bed l ik e  an island in the middle of the room. All 

that technology and me in the centre of i t  a l l .  I broke down in 

tears .  Other mothers to-be have an opportunity to see the labour room

before the i r  actual labour as part of th e i r  antenatal classes.

Having had two normal births I found the obstetr ic ian's comments 

that  th is  would be a mini-labour laughable. I t  was much more painful 

then a normal b i r th .

Although I hated the long labour, I gave the baby a bir th and 

prevented i t  from being pulled about: i t  was least I could I could do 

for "my child".
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I was t e r r i f i e d  that the s ta f f  would think me uncaring, and 

would show me th e i r  disapproval by being po l i te  but distant.

A reg istrar  and a junior  hospital doctor conducted a debate on 

the morality of abortion at the end of my bed while I was in labour. 

They ta lked about me as i f  I was not there. I s t i l l  feel upset about 

t h is .

2 .4 .5  Post-Termination Care in Hospital

Place of care a f te r  termination.

Many patients 52 (31%) were moved to a postnatal ward, and 

where possible,  most were al located a side ward. 31 (19%) moved to a 

ante-natal ward and 45 (27%) to a gynaecological ward. 38 (23%) 

remained in the room in which they were terminated. Patients 

preferred th is  arrangement or the gynaecological ward as long as they 

were not isolated and s ta f f  came to see them from time to time.

Perception of post termination care and s ta f f  a t t i tude

159 (96%) found the s ta f f  kind and 116 (70%) the care good. 

4 (2%) could not remember the s ta f f  and 6 (4%) could not recall  the

care! Only 3 (2%) found s ta f f  indif ferent  or unkind but 44 (26%)
were unhappy about the time spent in hospital after the TOP. The 

major complaint was being placed in hearing distance of the 

nursery,and in addition they f e l t  lonely and outcast as no one came 

to see and ta lk  to them. At times s ta f f  had not read the notes and 

asked where the baby was.

(As more then one comment was recorded percentages may not add to 

100)

Time in hospital .
Days 0 1 2 3 4 5 6 7 8  9 10 11

Patients 1 9 43 64 28 14 - 5 - - 1 1

Were medical and psycho-social sequelae discussed on discharge from 

hospita l?
With 15 (9%) of the patients the consequences of a second

tr imester  TOP were discussed, such as lac ta t ion ,  vaginal discharge,
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emotions and going back to work. Two could not remember and 10 were 

informed about one or two aspects. Yet 135 (81%) patients were given 

no information at a l l .  This included the 67 (40%) primigravidas, who 

were consequently bewildered by th e i r  engorged breasts and duration 

of vaginal discharge.

PATIENT'S OVERALL ASSESSMENT OF POST-TERMINATION HOSPITAL CARE

Bad 2 (1%). Poor 29 (18%). Average 32 (19%). Good 91 (55%).

Excellent 12 (7%)

Patients '  comments in relat ion to post-termination hospital care

When I went back to a ward,I was put in a side room, but also 

near a nursery, I do not wish to remember th is  nightmare.

Two nights a f te r  the termination I was wakened by a baby crying,  

and without real is ing i t  I got up to feed i t .  I t  was not t i l l  the 

s is te r  asked me what I was doing with a bot t le  of milk,  that I

realised there was no baby for me. I wished they had put me further

from the nursery.

Cleaners and others who came to my room asked me what I had 

delivered. I found th a t ,  and the empty cot outside the door, very 

pai n f u l .

The nurses were amazed that I could not cry and i t  made me feel

so g u i l ty .

I was lying there hour a f te r  hour , without seeing anyone for  

more then a few minutes. I f e l t  such an outcast.

My loss became real to me when I was to ld  at lunchtime that I

could go home. From then , unti l  I l e f t  two hours la te r  I saw no-one.

I walked out of the ward with my husband and no-one spoke. Yet when

I got to the exi t  a woman with her baby was also leaving and 4 nurses

were seeing her o f f .  I f e l t  such a fa i lu re .
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2.4 .6  Post-Termination Community Care

The post-termination appointment at 6-8weeks

103 (62%) returned to hospital to see the i r  obstetric ian,  

10 (6%) saw a registrar  and 8 (5%) saw t h e i r  GP a f te r  6-8 weeks; for  

a discussion or examination and found th is  very helpful.  17 (10%) had 

an inv i ta t ion  and would attend in the coming weeks, 3 could not 

remember, but 42 (23%) were neither invi ted nor made the ir  own 

arrangements.

Home v is i ts  from the primary health care team or other professionals 

80 (48%) patients were contacted at home in the f i r s t  three 

weeks, 40 (24%) by the i r  GP, 20 (12%) by a s ister  from Medical

Genetics, 18 (11%) by a health v is i to r ,  one by a medical social 

worker and one by a d is t r ic t  nurse. 8 patients were visited by two 

or more professionals.

55 (69% of the 80 v is i ted)  found the v is i t  helpful.  6 could 

not remember i f  the v is i t  was helpful and 19 (16% of 80 visited)

viewed the v is i t  with indifference.  The main complaint was an 

apparent lack of understanding of the women's feelings, and 

conf l ic t ing  information received about the fetus and the recurrence 

r isk .  However, 86 (52%) were neither contacted, nor invited to the 

surgery nor v is i ted  at home, 39 of them contacted the i r  GP for sick 

leave confirmation.

Was the GP aware of the termination?

Patients reported confusion about th e i r  status af ter  th e i r  

termination. 44 (27%) found i t  a r e l i e f  that the GP was informed. 18 

(11%) were very upset when the GP enquired how th e i r  pregnancy was 

progressing, and 81 (49%) had no idea i f  the GP was informed or not.

Genetic counselling
Many couples (95, 57%) received an explanation about the

implications of the NTD for th e i r  family and further pregnancies. 

This information was given to 55 (33%) by th e i r  obstetrician, to 24 

(14%) by a counsellor of a genetic advisory un i t ,  5 (3%) by a GP, 3 

(2%) by a Pre-conception Clinic and 8 (5%) by others. For 25 (15%), 

a v i s i t  to the genetic advisory c l in ic  had been arranged, but not yet
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completed. 14 (8%) refused counselling and 32 (19%) had not been
offered any.

Of those (95, 57%) who received counselling, 54 (57%)

reported i t  to be helpful,  12 (13%) were doubtful. 16 (17%) could

not remember anything about the session and 13 (13%) found i t  not

h e lp fu l .

Perceptions of genetic counselling by obstetric ian.

Many couples (55, 33%) received an explanation about the

implications of the NTD for th e i r  family and further  pregnancies by 

t h e i r  obstetr ic ian,  26 (47% of 55) found this helpful ,  13 (24% of 55) 

did not remember anything that was said at the counselling session, 

and 9 found i t  not helpful and f e l t  more confused a f te r  the session 

than before. The most common remarks were;

"I would have l iked more detail  about NTD and how this  

applied to my fe tu s . "

"My doctor mentioned that i t  could happen again, no further  

information was offered and I was too upset to ask further  

questions".

"I was to ld  there is one in a mil l ion chance of i t  happening

again, and there is no reason to worry. Very l i t t l e

information was given about NTD, I was too shy to ask".

"I  did not understand the expressions used and f e l t  confused 

and rushed"

Patients reporting the counselling to be f a i r  had similar  

complaints but less strongly expressed. 27 (49.% of the 55

counselled) remembered the correct r isk .  14 (25% of 55) recalled an 

incorrect r isk.  14 (25% of 55) could not recall  th e i r  recurrence

r isk .

Perceptions of genetic counselling by genetic counsellor
Of the 24 patients who consulted a genetic counsellor, 19 

(79%) found i t  helpful,  one could not remember, 3 (13%) did not feel
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happy about the session and one patient found i t  unhelpful (4%).

Patients remarks were

"The doctor used a lot  of d i f f i c u l t  words,and I was none the 

wiser a f te r  counselling."

"I found the counsellor distant".

"I did not understand about the hereditary factor of NTD".

"I found explanation given very vague".

Only two people did not remember the quoted recurrence risk.

Perceptions of genetic counselling by preconception c l in ic

All 3 patients were happy about th e i r  counselling session 

in the preconception c l in ic  and a l l  remembered the correct 

recurrence r isk .

Perceptions of genetic counselling by GP

Of the 5 patients counselled by GP one found i t  helpful,  2 

could not remember what was said to them and 2 (40%) did f ind i t  not 

helpful and found that not enough information was given. One patient  

remembered the correct recurrence r isk ,  one remembered an incorrect 

recurrence r isk ,  and 3 could not remember what they had been to ld .

Perceptions of genetic counselling by others.
8 patients were given information by others (midwives, 

health v is i to rs ,  medical social worker,) .  3 (38%) found i t  helpful,  

one could not remember, and 4 (50%) patients did not f ind i t  helpful.  

Those unhappy remarked:
"The midwife mentioned a one in f ive  chance for i t  to happen 

again" (correct r isk 1:25).
"On leaving hospital the nurse mentioned that the next baby 

could be another NTD", no further information given. Because of this  

the patient  is frightened to become pregnant again.
4 patients remembered the correct recurrence r isk, 3 

forgot ,  and one remembered an incorrect r isk.
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PATIENT1 S OVERALL ASSESSMENT OF AFTERCARE

BAD 2(1%) POOR 27(16%) AVERAGE 84(51%) GOOD 47(28%)

EXCELLENT 6(4%)

P at ient 's  comments

When I came home I did not know what was happening to me. I 

would have l iked to have talked to a professional person who 

knew a l l  about termination for abnormality.

I f e l t  that  the medical profession had lost interest in me, 

the baby was terminated, so 'end of problem'. However, my 

problems were just start ing.

I did not know when I could make love again, what was 

happening to my body.When could I t ry  for another baby? Was 

th is  a b i r th ,  a miscarriage or what?

I f e l t  that I was the only person in the world to whom this  

had happened.

I would have loved to have met other couples who had gone 

through the experience
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CHAPTER 3

SEQUELAE OF TERMINATION OF PREGNANCY 
FOR VARIOUS FETAL ABNORMALITIES
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3.1 Introduction to the Second Study and Aims

The results of the f i r s t  study highlighted the importance which 

consultands attached to good management around TOP for NTD. The 

majority  of consultands were sat is fied with prenatal diagnosis and 

hospital care, although most could suggest some ideas for  

improvement. There was, however, general dissatisfaction with the 

lack of care in the post-termination period. The second study was 

designed; 1) to explore the factors contributing to this  

dissat is faction;  2) to ver i fy  the observations in the l i t e ra tu re  

about the psychosocial sequelae of this intervention; 3) to ident ify  

specif ic  factors contributing to an adverse psychological outcome; 4) 

to iden t i fy  vulnerable groups; and 5) to assess the effect of TOP for  

FA on family planning and on further  reproduction.

3.2 Patients and Method

All patients who had a TOP for FA in the West of Scotland 

in 1986 were ident i f ied  from the West of Scotland Regional Genetics 

Service records. The pat ient 's  date of termination was noted with; 

the nature of the abnormality, her date of b i r th ,  the name and 

address of her maternity hospital ,  and her hospital ident if icat ion  

number. After obstetric consent was obtained (Appendix 11 a) ,  the 

appropriate records of 16 di fferent  maternity hospitals were 

consulted to ascertain the name and address of the pat ient 's general 

pract i t ioner  (GP) to confirm the indication for ,  and method of,  

termination and to ident ify  the obstetric sequelae. After consent 

was received from the GP (Appendix 11b) patients were invited to 

take part in the study two years a f te r  the intervention (Appendix 

I I c , I I d )  and i f  no objections were voiced they were visited at home 

or given the option to attend for a c l in ic  appointment. 62% had 

already been approached at least once in connection with the Medical 

Research Council Randomised Cl inical Trial  of Folic Acid and other 

Vitamin Supplementation in the Prevention of Neural Tube Defects 

(M.R.C. Vitamin Study)
Six f i r s t  tr imester  TOP for FA were ident if ied in the 

medical genetic records, a l l  of them having had a TOP af ter  CVS.
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However, of these six ,  two f e l t  the memory of the TOP too painful to 

discuss, and three had moved and could not be traced. The answers of 

the woman who was interviewed were not included in this study.

A detai led questionnaire,  with open and closed questions, 

was compiled and subsequently tested on 10 women (a f te r  TOP for FA). 

An appendix to the questionnaire was included for the partner in the

relationship.  This could be f i l l e d - i n  at the time of the v is i t  or i f

completed l a te r ,  returned by post in a stamped addressed envelope 

(supplied) .

Of the 137 consultands ident i f ied ,  8 couples were excluded 

because intrauter ine death preceded TOP or the TOP did not take place 

in 1986. 33 (24%) women had moved and could not be traced. Of the

97 couples who were subsequently invited to take part in the study, 5 

declined to be vis ited as they f e l t  the subject s t i l l  too painful to

re f lec t  on, 7 i n i t i a l l y  agreed to take part in the study but did not

make themselves available for home or c l in ic  appointment. Thus 84 

(87% of 97) women were interviewed. 68 (78% of 84) spouses were

seen, or returned the completed questionnaire. 12 medical records 

could not be made available thus the information of 72 records (86% 

of 84) was recorded.

3 . 2 .  1_____The questionnaire

Research factors mentioned in Table 2 were taken into 

consideration during the design of this questionnaire. The questions 

regarding psychological adjudgement and psychosomatic symptoms were

guided by the "Leeds scales for the self-assessment of anxiety and

depression" (Snaith Bridge and Hamilton 1976) and "The General Health 

Questionnaire" (Goldberg 1972 and Goldberg & H i l l i e r  1979) and care 

was taken to reduce bias associated with a bimodal response scale 

(Appendix I I I ) .  A separate coding sheet was used to preserve 

confi denti a l i t y .

3 . 2 .  2 S ta t is t ica l  analysis
The data obtained from the medical records and the 

questionnaire were coded to enable computer analysis using the SPSS-X 

programme (S ta t is t ica l  Package for the Social Sciences). Frequency 

distribut ions of al l  the answers in the questionnaire were obtained 

and selected factors were cross-correlated using the Pearson



Table 2

1

2

3

4

5

6

7

8

9

10

11

12

13

Factors affecting the intensity  and duration of depression 
a f te r  TOP for FA (Hollerbach 1979).

Desire for the pregnancy and the time i t  took to conceive.

Responsibili ty for the feta l  disorder and the abortion 
decision.

Prior stress before and during the pregnancy.

The trauma of second-trimester termination.

Ident i f icat ion  with the fetus.

Mode of inheritance.

Social support for the abortion decision by family and 
fr iends.

Social support for the abortion decision from the medical 
community.

Coercion by family,fr iends or medical s ta f f .

Religious or moral opposition.

Previous emotional health and experience with the disorder.

Previous and subsequent experiences with amniocentesis and 
TOP for  FA.

Need for counselling and the response to this need.
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chi-square test  of significance adjusted to small numbers. The 

signif icance level of 5% (p<0.05) was taken to mean that other

factors are playing a part and that the deviation from the hypothesis 

is s ig n i f ican t .  These results are marked with an asterisk.

The answers to 20 key questions (Appendix IV) in the 
questionnaire (Appendix I I I )  were cross-correlated with; 1) age, 2) 

re l ig io n ,  3) socio-economic status, 4) prenatal diagnosis ( fe ta l  

abnormalities detected via planned prenatal diagnosis, because of 

maternal age, previous or family history of abnormalities, or 

abnormalities detected via screening programmes (ultrasound or 
MS-AFP)) .

3.3 Results

The results are divided into subsections, 3.3.1)  

Socio-biographical Observations and Obstetric History; 3.3.2)  The 

Termination of Pregnancy; 3.3.3)  Medical Sequelae and Management;

3 .3 .4 )  Psychological Sequelae; 3 .3 .5 )  Social and Religious 

Implications; 3 .3 .6 )  Reproductive Behaviour Assessed Two Years 

Post-TOP; and 3 .3 .7)  Subjective Assessment Two Years 

Post-Termination.

3.3 .1  Socio-biographical Observations and Obstetric History

Age and socio-economic status

The age and distribution of the consultands was similar to 

those mentioned in the Maternal and Child Health Stat is t ics  produced 

by the Greater Glasgow Health Board information service unit for 

1985/86. The women's ages ranged from 17-46 with a median of 27, 

t h e i r  husbands or partners ages ranged from 17-48 (median 29 years).  

The socio-economic status was classi f ied using the occupation coding 

of the o f f ice  of population censuses and surveys. Again, the 

socio-economic status distribution was similar  to the GGHB 

s t a t is t i c s .  15% of the consultands were unemployed, mostly in social 

class 4 and 5.
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Marital  status in 1986.

4 (5% of 84) had no partner,  7 were cohabiting, one woman 

had obtained a divorce 4 weeks before the TOP, and the remainder were 

married. The duration of the marriage/cohabitation at the time of 

the TOP ranged from less than one year to 23 .years (median 5 years)

Obstetric history

As the many d i f ferent  combinations of pari ty in the study 

group could be of interest when reviewing the reproductive behaviour 

these were i l lus t ra ted  in Table 3.

What pregnancy outcome preceded the TOP for FA.

For 28 (33% of 84) the terminated pregnancy was the f i r s t

pregnancy, and 37 (44%) had had a previous normal l ive  bir th  

preceding the termination. Of those who had a negative outcome, 9 

(10%) had a miscarriage, 4 (5%) a handicapped l ive  b i r th ,  4 (5%) a

TOP for  FA, 1 a TOP for "social" indication and one had experienced 

an in t ra -u te r in e  death. There was no difference between the age 

groups, but a signi f icant difference was found (p<0.04) in the 

abnormal previous outcomes in the social class 1-2 (see Table 4).

Indicat ion for TOP
The variety of feta l  abnormalities is set out in Table 5.

Previous history of TOP
Eight women had one previous second trimester TOP for NTD.

3 .3 .2  The Termination of Pregnancy

The termination procedure
All pregnancies in th is  study were in the second tr imester  

and ranged in gestation from 14 to 26 weeks with a median of 18 

weeks.

Method of termination
Nearly al l pregnancies (59, 82% of the 72 hospital records 

availab le)  in the 14 d i fferent  hospitals were terminated using 

extra-amniotic prostaglandin (Pg-E2 with syntocinon infusion at a



rable 3. Obstetric history and family composition before TOP for FA.

Family composition (N-84) Vari able %

F irs t  pregnancy 28 33
Healthy children only 27 32
Healthy children and fetal  loss 8 10
Fetal loss only 4 5
Healthy children and TOP FA 3 4
Healthy children and l iv e  handicapped 2 3
Live handicapped children only 2 3
Social termination only 1 1
Healthy children and social termination 1 1
Healthy children and abnormal s t i l l b i r t h 1 1
Healthy children, fetal  loss, s t i l l b i r t h 1 1
Healthy children, fetal  loss,  
abnormal s t i l l b i r t h  and TOP for FA 1 1
Healthy children, deceased handicapped, 
and feta l  loss 1 1
Healthy chi ldren, deceased handicapped 
and abnormal s t i l l b i r t h 1 1
Deceased Handicapped and fetal  loss 1 1
Previous TOP for FA only 1 1
Previous TOP for FA and fetal  loss 1 1

Total 84 100



Table 4. The outcome of pregnancy preceding the TOP for FA: a comparison 
between the socio-ecomomic groups.

Outcome before TOP
1-2

Social class 
3-3M 4-5

None 2 12 14
Normal, healthy LB 5 19 10
Handicapped LB 2 1 0
Mi scarri  age 2 2 5
In t ra  uterine death 0 1 0
TOP for FA 1 1 2
"Social" terminations 0 1 0
Total Outcomes 12 37 31
Total abnormal outcomes 5 (42%)* 6 (16%) 7 (23%)

*= p<0.04 
LB= Live b i r th .



Table 5. Indication for Termination of 129 patients in the West of 
Scotland in 1986.

In Study 
(84)

Indicat ion Number % of 84

Refused
(12)

Number

Moved
(33)

Number

Overal1 
(129) 

Number

Anencephaly 34 40% 2 13 49
Spina Bif ida 25 30% • 4 7 36
Trisomy 18 5 6% 0 0 5
Trisomy 21 4 5% 1 0 5
Non-immune hydrops f e ta l is 3 4% 0 0 3
Turner's syndrome 2 2% 0 0 2
Renal abnormalities 2 2% 0 0 2
M ult ip le  congenital
abnormaliti  es 2 2% 0 2 4
Body stalk anomaly and

Exomphalos 1 1% 1 6 8
Cystic f ibrosis 1 1% 0 1 2
Duchenne muscular dystrophy 1 1% 0 0 1
K l in e f e l t e r  syndrome 1 1% 1 0 2
Phenylketonuria 1 1% 0 0 1
Jarcho Levin syndrome 1 1% 0 0 1
M ult ip le  Pterygium syndrome 1 1% 0 0 1
Others (refused) 0 3 0 3
Others (moved) 0 0 4 4

84 12 33 129

Others (refused) = Noonan syndrome, Radioactivity exposure,
Osteogenesis imperfecta 

Others (moved) = 2 Rubella exposure, Congenital heart disease,
Cystic hygroma
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l a t e r  stage. In two TOPs the application of extra-amniotic Pg-E2 was 

preceded by intra-amniotic urea (20% solution).  One had both in tra -  

and extra-amniotic Pg-E2 (gestation 20-24 weeks), 2 pregnancies were 

terminated by D&C and suction (gestation 13-14 weeks), and two women 

had a hysterotomy and tubal l iga t ion ,  both were aged 36+.

The duration of the procedure, from inserting the catheter 

to the delivery of the fetus,  ranged from 6 to 62 hours with a median 

of 15 hours, with 62% of the patients complaining of nausea or 

vomiting. D&Cs and hysterotomies were not included in this  

calculat ion.  39 (46% of 72) women were given a routine D&C a f te r  

the termination and had been informed about th is  before the TOP was 

started.  Most women had minimal bloodloss, however 8 had bloodloss 

of more then 200 ml and of these 4 lost between 400 and 800ml (with 2 

requiring transfusion) .  All of these had had evacuation of retained 

products under general anaesthesia.

Analgesi a

Pain control using drugs was most common in this study. 42 

(58% of 72) received Pethidine 150 or lOOmg, Diamorphine 10 and 5 mg, 

Omnopon 20 mg or Methadone 800mg. This was repeated 1 to 8 times 

during the termination procedure with a median of 2 repeats. 19 (26% 

of 72) women were given an epidural, and 18 (25%) used Entonox

(mixture of 50% nitrous oxide and oxygen)).

How did the patients feel during the termination procedure

20 (24% of 84) said they coped well with the procedure. 24 

(28%) experienced a lot  of pain. They mentioned that the time 

between injections was too long or that the epidural only worked on 

one side. However there was no signif icant difference in strength or 

frequency of analgesia between those who complained of pain and those 

that  did not. Some women were under the impression that i t  was 

advisable to keep analgesics to a minimum towards the end of the TOP, 

so that an anaesthetic for a D&C did not have to be delayed. They 

consequently suffered a lot  of pain towards the end of the TOP. As 

in the previous study one woman refused al l  forms of pain control to

punish herse lf .
48 (57% of 84) found i t  extremely painful emotionally and

could feel the fetus moving in the early stages of the procedure.
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They were very worried about the fact that the fetus may feel

discomfort or pain. 38 (45%) were very frightened during the

procedure. For primigravidas the labour room was unfamiliar and 

rather intimidating.  They were frightened of disapproval from the 

s t a f f  and of being suddenly confronted with having to look at a fetus 

with fr ightening malformations, with which they may not be able to 

cope. One women was convinced that she was going to die during the 

termination and suffered palpitations and sweating. She did not t e l l  

the s ta f f  in case they would r id icu le  her. This contrasted with

another woman in the study who sincerely hoped that she would not

survive the procedure. There was no difference to the reaction to 

the TOP procedure between socio-economic status and rel ig ion.  The 

differences between age and screened versus planned PND are set out 

in Table 6. Younger women (especial ly the 16-20 age-group) were 

s ig n i f ican t ly  (p=0.02) more frightened during the TOP procedures then 

the older women. They reported unfamil iar ity  with the labour room and 

a reluctance to ask questions before and during the procedures. In 

general more fear  was f e l t  by the lower socioeconomic classes and 

those iden t i f ie d  by SEAFP screening. Those who had a TOP af ter a 

planned PND reported coping with the procedure, more often than 

those who had TOP a f te r  detection by screening. The age-groups 16-20 

and 40+ found i t  more physically painful then other groups.

Were husbands/partners present during the termination procedure?

50 (73% of 68) husbands/partners stayed with the i r  wives

throughout th e i r  labour. Neither husbands nor wives regretted this 

decision. Only 7 (10%) husbands thought i t  better not to be present,

4 women from th is  group resented being l e f t  to cope without their  

partner during the TOP procedure. 7 (10%) other husbands wanted to

be with th e i r  wife but were not able to do so because of domestic

circumstances. 4 were sent away by hospital s ta f f  or th e i r  wife or 

could not bear to see th e i r  wife go through a labour for nothing.

Should the couple see the fetus?
16 (20% of 80 women who had a Pg termination) and 18 (26%

of 68) husbands or partners saw th e i r  fetus. One fetus was born al ive

and l ived for 10 minutes while the parents held i t .  One woman 

(gestation 20 weeks) was frightened when the baby was shown to her;
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she wanted to touch i t  but did not l ik e  the exposed abdomen 

(exomphalos). Reflecting on i t  two years la te r ,  none regretted 

looking at the fetus.

Of the 68 (85% of 80) of the women who did not look, 23 

were too frightened, 16 thought i t  was easier to come to terms with 

the termination i f  they did not look, 15 reported that no suggestion 

was made about seeing the fetus and were embarrassed to ask, 9 were 

advised by medical s ta f f  not to look, one was too drowsy to look and

one husband objected to his wife seeing the fetus. After two years

38 (55% of 68 ) women and 10 (20% of 50 ) men ,who had not looked

wished that they had seen the fetus. For 71% of the women the 

decision whether or not to see the fetus was what they wanted at the 

t ime. However, for 21 (25%) i t  was not. None of the 4 patients who 

had a TOP for Down's syndrome wanted to see the fetus, and none 

regretted th is  two years la te r .

Table 7 i l lus t ra tes  the signif icant  difference between the

groups. Younger women (p<0.03),  those detected by screening, and 

Roman Catholic men (p<0.04) intensely regretted not looking at the 

fetus.

10 (13% of 80) women were given a photograph of the fetus,  

and on ref lection were delighted to have this but a few complained 

about the very bad quality of the picture. 25 (30%) did not want a 

reminder of the fetus. 49 (58% of 84) would have l iked a photo to 

be kept in th e i r  medical records, so that they could ask to see i t  

when they were ready for i t .  The 4 women who knew that there is one 

kept in the medical record f e l t  reassured by th is .

Complications and unplanned procedures

Procedures which had not been recorded as planned before 

the termination, were considered. 14 (19% of 72) had retained

placenta and a manual removal under general anaesthetic or epidural,

2 had evacuation and removal of products of conception and 3 women 

were given a blood transfusion. There was no correlation between 

method of termination and complications in this study.

Confirmation of fetal  condition
The fetal  condition was confirmed for 64 (88% of 72). The 

information was impossible to find in 8 records. 15 (23% of 64)
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fetuses had added complications such as spina bi f ida as well as the 

diagnosed severe hydrocephalus,and vice versa. 33 (52% of 64)

conditions were confirmed by a report from Medical Genetics, and 61 

(95% of 64) by post-mortem report (PM). The gestations of the 

pregnancies were confirmed to be between 9-27 weeks, with a medium of 
19 weeks.

3 .3 .3  Medical Sequelae and Management

Post termination complications

3 (4% of 72) patients haemorrhaged, two before discharge,

and one was readmitted via the " f ly ing squad" 2 days af ter discharge 

from hospital .  6 patients went to see th e i r  GP complaining of heavy 

bleeding but did not need intervention. 5 had retained placental 

t issue on leaving hospital two patients has to be readmitted.

Time in hospital

The women spent between 1 and 15 nights in hospital around 

the TOP procedure. The majority of patients (48, 66% of 72) stayed 

from 2 to 3 nights. Those longer in hospital had been admitted 

before the termination with antenatal problems or their  stay was 

extended for treatment of conditions not related to the termination 

e .g .  badly controlled diabetes.

Was the GP informed about the termination?

Letters with a fu l l  explanation were sent to 59 (81% of 72) 

pat ients.  The dates on the le t te rs  varied from 1 to 60 days a f te r  

the termination (median 6 days). Communication by telephone was only 

recorded in one medical record.

Who was the f i r s t  person to see the patient at home in the f i r s t

three weeks a f te r  return from hospital?

Twenty-nine women (34% of 84) were visited by the ir  GP, 75% 

of whom had been alerted by the hospital s ta f f ,  and 17% visited a f te r

a request from the patient herse lf .  11 (13%) were visited by a

health v is i to r  or midwife, of whom 6 (7%) were referred by the GP.

Two were seen by a midwifery s is ter  from Medical Genetics. Patients 

were seen between day one and day 21 a f te r
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discharge from hospital (median 2 days). This l e f t  41 (48%) who were
not contacted at a l l . 16 (19% of 84) contacted the ir  GPs themselves.

Of a l l  the women interviewed 17 (20% of 84) did not part icula r ly  want

a v i s i t ,  20 (23%) were not sure, but 47 (56%) would have l iked a

v i s i t  for advice and support. 17 (20% of 84) women reported that

t h e i r  GP seemed unaware that the termination had taken place which

led to some embarrassing consultations.

The post termination appointment.

F i f ty -e igh t  (69% of 84) women had, and attended for ,  a 

post-termination appointment; 55% with the ir  obstetrician, 31% with 

t h e i r  GP, 10% with another hospital doctor, and 3% with the 

pre-conception c l in ic .  Of these 4 women had not been given an 

appointment but made th e i r  own arrangements. Women l iked the

opportunity to discuss the condition of the fetus, to be given 

reassurance that t h e i r  body had not been adversely affected by the

termination procedure, and a discussion about future pregnancies. The 

f i r s t  v is i t  back to the hospital was experienced as painful,  

especia l ly  i f  the c l in ic  appointment was made at the same time as an 

antenatal c l in ic  with pregnant women.

Nine patients were invited to an appointment but did not 

attend. The reasons given were lethargy or reluctance to go back to 

the maternity hospital .  17 (20% of 84) were not invited and thought 

that  since they did not deliver a fu l l  term baby, they could not ask 

for  a postnatal appointment.
During the appointment, the post-mortem (PM) report was

discussed with 31 (53% of the 58 who attended). All couples

appreciated t h is .  One couple received a copy of the PM report,  with 

explanatory notes in the margin, by post; they found the detai ls of 

the multicongenital malformations confusing and distressing and would 

have preferred i t  i f  the report had been sent to the ir  GP.

Who gave family planning advice
Family planning advice was given to 51 (60% of 84).  The 

advice was given by the GP (52%), by the obstetrician (31%), the 

family planning c l in ic  (8%) and by a combination of people (e.g.  

medical social worker and preconception c l in ic ) .  29 (36%) did not 

receive and did not ask for family planning advice; 19 of these would
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have l ike d  a discussion on the subject.

The physical implication a f te r  a TOP for FA

Women reported intermittent bleeding or staining unlike a 

normal menstruation pattern from 3 to 69 days (median 14 days). 15 

(17% of 84) presented with complaints lasting longer then 3 weeks. In 

general,  periods returned in 6-8 weeks. 51 (60% of 84) experienced 

engorgement and lactation which lasted about 5 days. Of the 21 (41%

of 51) who sought professional advice, 14 (66%) were given

p a in k i l l e r s  or d iuret ics ,  the remainder were given advice. Of those 

7 (13% of 51) who looked for  advice given by relations or fr iends, 2

were given advice which made the engorgement worse or prolonged the 

1 act at i on.

Was the recurrence risk and,or genetic implications mentioned?

The obstetrician counselled 29 (34% of 84) consultands. The 

others were advised by the NTD researcher (22, 26%), a genetic 

counsellor (14, 17%), GP (6, 7%), preconception c l in ic  (4, 5%), and

two by medical social worker and midwife. 4 were not counselled at 
a l l .

45 (56% of 80) found the detailed information and

reassurance that they had not caused the FA to be the most helpful 

aspect. For 15 (19% of 80),  the information about the recurrence

risk and the management of the next pregnancy was helpful.  18 (22%

of 80) f e l t  the counselling session unhelpful. Some f e l t  that the

counsellor was merely interested in the ir  medical history, not in 

what they f e l t  and how they coped. This prevented them from 

concentrating. 29 (35%) couples had not been offered genetic

counselling in a genetic c l in ic  and of these, 11 (13%) would have 

l iked  to be referred. Couples were counselled from one day to 52 

weeks a f te r  the TOP with a median of 5 weeks. Most consultands 

stated a preference for 6-8 weeks.

3 .3 .4  Psychological Sequelae

How did the woman feel about the pregnancy?
Most (60, 72% of 84) pregnancies were planned and welcome.

One woman planned the pregnancy but f e l t  ambiguous when her pregnancy
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tes t  was pos it ive .  22 (26%) did not plan the pregnancy but i t  was 

welcome; of these two single young gir ls  considered an abortion but 

decided against i t .  Two (2%) s t i l l  f e l t  ambiguous in their  second 

t r imester;  both f e l t  very gui lty  for a long t ime.

How did the woman relate  to the fetus?

56 (66% of 84) thought of the fetus as a baby who had a

place in the family ,  they fantasized about the future and in some 

cases talked to th e i r  unborn child.  24 (27%) had t r ied  not to le t  

themselves get too involved in the pregnancy. This group included 

the women who had a previous termination for FA. Four women were 

reluctant  to recall  th e i r  feelings. 50 (59%) of the women had been 

aware of fe ta l  movements before the TOP but they did not fantasize 

s ig n i f ic a n t ly  more about the fetus then those who had not been aware 

of movements.

Before a decision was made were the husbands given enough 

i nformati on?
43 (63% of 68) of the husbands had an explanation and an

opportunity to discuss the diagnosis with the obstetrician. 4 (6%)

with the ultrasonographer, and 2 (3%) with the family doctor, but 18 

(26%) only discussed the information with the i r  wife or partner (one 

answer missing).  Subsequently, 39 (57%) husbands f e l t  that they got 

enough information before making a decision, 6 (9%) were not sure,

and 20 (29%) husbands f e l t  that they did not get suff icient

information. The main comments of those who saw professionals were 

that  the doctor's unfamil iar accent or the words used, were not easy 

to understand,

Who took the f ina l  decision to terminate the pregnancy?
44 (52% of 84) couples made the decision together, 13 (16%) 

husbands l e f t  the decision to the i r  wives. 4 (5%) of the husbands or

partners made the f ina l decision, and 5 husbands were against the

termination but f e l t  strongly that they should support the ir  wife in 

her decision. 18 (21%) of the couples preferred not to answer the 

question. There was no correlation with age.
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How did the couples feel about th e i r  decision to abort at the time of 

the termination and on ref lection two years la te r  ?

43 (51%) f e l t  sad but confident about th e i r  decision; some

representative comments were:

"I wanted the baby so much but I did not want i t  to suffer in the 

short time that i t  would be l ik e ly  to l ive";

" I t  was the most d i f f i c u l t  decision in our l ives;  the baby moved 

so much. We might have been able to cope with a mentally 

handicapped child ,  but who would take over when we are old 

or died before him, and who would cuddle, hug and hold our 

40 year old baby then? I t  would not be f a i r  on him." 

(Trisomy 21).

"The doctor said that i t  was not going to l ive  and I could have a 

miscarriage at any time; there seemed no point in going on." 

(anencephaly)

"I sat by my baby's cot and hoped and prayed that she would l iv e ,  

she did not. I could not go through that again." (NTD)

"May be I should have t r ie d ,  but I could not cope with another 

handicapped c h i l d . " (CF)

Of the remaining women, 5 (6% of 84) could not remember 

what they f e l t  and 36 (42%) f e l t  ambiguous and unsure about the i r  

decision in spite of having given consent. When asked for a further  

explanation, 18 (50% of 36) said that they f e l t  numb and could not

bel ieve that th is  could happen to them so the decision was made about 

an event which f e l t  unreal. 10 (28% of 36) wondered i f  the doctors 

could have made a wrong diagnosis. One woman was confused because 

she was f i r s t  t o t a l l y  reassured about the normality of the pregnancy 

by the s ta f f  in one hospital , but was told a very di fferent  story in 

a second hospital the next day. 3 (8%) had strong moral doubts about 

the termination and 5 (13%) could not explain th e i r  reservations.
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How did the couple feel about the decision to terminate at the time 

of interview?

Two years a f te r  the TOP for FA, 2 (2% of 84) women and 3 

(4% of 68) men s t i l l  regretted the TOP, 75 (89%) women and 56 (82%)

men had no regrets and f e l t  that they made the right decision at the 

t ime.  2 women and 4 men were not sure. There were 4 husband answers 

missing. Table 8 shows the difference between the age, socio-economic 

status and the PND groups. 100% of the 16-20 age-group (5 couples) 

f e l t  unsure about the decision to terminate at the time or after  the 

TOP (p<0.04).  More in the planned PND group (70%) then the screened 

group (45%), f e l t  sure about the TOP. The same was observed between 

social  class 1-2 (75%) and social class 3-3M, (46%) 4-5 (45%). The 

women who regretted the TOP were age 21-39, social class 3-5 and the 

FA detected by screening. The numbers of those regretting af ter two 

years was too small to be of s ta t is t ica l  significance.

Would couples agree to a TOP again under similar circumstances?

I f  faced with a similar si tuation,  only 3 men would 

refuse to consider terminating the pregnancy again (none of the i r  

partners f e l t  the same way), and 7 women and 2 men were unsure on 

what t h e i r  decision would be. The question was not answered by 4 

men. The differences between the various groups are set out in Table 

9.

Emoti ons
Couples were asked to recall  the strength of the ir  

feel ings where they had answered "more then usual" or "much more then 

usual",  and requested to recall for how long they experienced these 

fee l ings .  All had a combination of emotions. The frequency of the 

reported emotions was noted for both partners, including the numbers 

of those who s t i l l  f e l t  them more than 12 months la te r  ( 12+). As 

feel ings may mean di fferent things to di fferent  people, the most 

representative comments were mentioned.

1) Anger was f e l t  by 78% of the women interviewed, this lasting  

for  28% more than 12 months (28% 12+) I t  was fe l t  by 33% (6%

12+) of th e i r  partners. Comments were:
"I  am so angry that this had to happen to my child,  l i f e  seems
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to be so unfai r"

"Why did I have to make such a decision, nobody understood

how d i f f i c u l t  th is  was. I t  is easy to have theoretical views
about abortion " .

"I was angry with al l  the people who mistreat th e i r  children

or complain that they did not get a boy or a g i r l " .

"I was angry with my husband, because I thought he fa i led  me
when I needed him."

2) Depression was f e l t  by 79% of women, (21% 12+) and 47% of men 

(3% 12+). Comment:

"I  had no interest  in anything, and was t i re d ,  empty and

broken. I did not want to go out because I could not bear the

sight of other mothers or having to explain to anyone why I 

was not pregnant anymore. I wished that I could sleep al l  the 

time so that I did not have to bother with anything. Sometimes 

I s t i l l  feel t h is . "

One husband found that he could not concentrate at work, every 

thing seemed a problem and he could not even bother seeing his 

f r iends.  He drank more alcohol but usually alone.

3) Gui1t  was f e l t  by 68% of the women (38% 12+) and 22% of the

men (7% 12+). Comment:

"I wondered what I had done wrong and wondered i f  the baby's 

abnormality was my fau l t" .
A fa ther  mentioned that since the TOP of his trisomy 21 fetus he 

notices Down's Syndrome children and adults everywhere and 

feels grateful and guilty about the decision at the same time.

4) Re!ie f  was experienced by 30% of women (16% 12+), 32% of men

(16% 12+) Comment:
"The i n i t i a l  r e l i e f  I f e l t  was when the termination was behind 

me but that was only a short t ime."
A father  was grateful that his "child" was saved a lot  of suffering  

and his wife was not having to face the physical and emotional 

burden
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5) Shame was f e l t  by 40% of the women (28% 12+), and 9% of the 

men (5% 12+). Comment:

"I f e l t  shame about the word abortion, I never thought that I 

would be associated with i t  as I was a member of SPUC (the 

Society for the Protection of the Unborn Child) and very much 

against abortion".

6) Fear was mentioned by 77% of the women (53% 12+) and 37% of 

the men (24% 12+). Comment:

"My greatest fear is that i t  may happen again and we wi l l  have 

to repeat the whole decision making process with a l l  the 

consequences."

7) Sadness f e l t  by 95% of women (65% 12+) and 85% of the men (48% 

12+). Comment:

"I never realised how much i t  would hurt to lose this  

pregnancy, the feel ing of emptiness is l ik e  a big black hole; 

similar to a bereavement I suppose. I have done so much 

crying; Just when I think that I am coping again, I meet 

someone who was due at the same time, with her new baby and 

the whole thing starts  al l  over again."

A father  said;" I could not look at other peoples babies or men 

playing with th e i r  children,  that parent could have been me.

I t  broke my heart to see my wife hurting so much when there 

was nothing that I could do about i t . "

8) Fail ure was experienced by 61% of the women (29% 12+) and 26% 

of the men (16% 12+). Comment:

"I f e l t  a f a i lu re  because al l  my sisters and brothers produced 

healthy normal children: even th is  I could not get r ight .  I 

f e l t  I had fa i le d  the baby by not having been able to protect  

i t  from th is .  I feel so underconfident now in many areas of my 

l i f e . "

9) Vulnerabil i ty was only mentioned by 35% (18% 12+) of the women 

and not at al l  by men. Comment:

"I thought i f  th is  could happen to me, what other mishaps are 

in store for me or my children. I feel so negative at times."
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10) I sol at ion was experienced by 27% of the women (13% 12+) and

20% of the men (9% 12+). Comment:

"Some times even being with neighbours and colleagues I feel  

so lonely; everybody is t ry ing to do th e i r  best, but how could 

they understand what i t  f e l t  l ik e  to lose a baby in th is  way? 

Even my family would rather not ta lk  about i t  now. They feel  

that i t  is al l  behind me and l i f e  must go on but they don't  

recognise that I am s t i l l  hurting so badly."

11) Numbness was reported by 23% of the women (none at 12+) and by 

no men. Comment:

"They al l  to ld  me that crying would help but I just could not 

do i t .  I t  was l i k e  being wrapped in cotton-wool, everything

was dull and unreal.  I knew what was going on but I could not

feel anything. They must have thought me so hard and cold in 

the hospital .  When the numbness vanished I could not stop 

crying."

12) Panic spells were experienced only by 20% of the women (9% 

12+) but not by men. Comments:

"Panic would suddenly come over me, my heart started racing 

and I f e l t  a l l  sweaty. I t  could happen at home while watching 

TV, or when my husband was out. I had to get out of the house 

in that case. I t  could happen in the street or in the 

supermarket. There was no part icular  t r igger  for i t .  I t  was 

very fr ightening."

"I need the l ig h t  on al l  night long, because I get these 

horr ible nightmares about a baby without a head chasing me."

13) Feeling withdrawn was only reported by men (32% i t  lasted 12+ 

for 13%). Comment:

"I did not want to t a lk  about i t  or dwell on i t .  I found i t  

too upsetting; I just  wanted to be l e f t  alone and get on with 

l i f e . "

14) Feeling le f t -o u t  was f e l t  by 12% of the men (none at 12+), not 

by women. Comment:
"Everyone asked how the wife f e l t  but nobody seem to consider
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that  I had feelings too. Even when things went wrong the 

obstetr ic ian only explained things to my wife and her mother 

and by the time I came home from work (they did not want to 

worry me) they had already decided to terminate my baby whom I 

had f e l t  kicking against my back the night before. I f e l t  so 

angry and redundant"

Figures 2 and 3 deal with the frequency and duration of the feelings  

and underlines the fact that many women s t i l l  have intense feelings 

of; anger, g u i l t ,  shame, fear ,  fa i lu re  and sadness two .years a f te r  

the TOP for FA.

Somatic complaints

At the same time as coping with the above feelings, many 

couples displayed somatic symptoms. Of these, sleeplessness, 

l is t lessness,  loss of concentration, i r r i t a b i l i t y ,  and crying were 

the most frequently mentioned.

Nightmares were only reported by women in the age-group 

16-34. They took the form of persecution; in these dreams people 

came to take the woman's baby away and in spite of try ing to run, the 

pursuers succeeded. In another dream the main theme was blame; the 

baby or family members would appear in the dream and accuse the woman 

of murder. Some went through the termination procedure night a f ter  

night in t h e i r  dreams, continuing in termit tent ly  up to a year af ter  

the termination. The time-span over which couples experienced these 

complaints was set out in Figures 4 and 5.

Correlation between feelings,  somatic complaints and age, socio

economic status, planned PND and screened consultands. lasting 12 

months or more.

Table 10 ref lects  the signif icant  differences in feelings 

and somatic complaints between the age-groups. I t  was interesting to 

note that pa lp i ta t ions,  panic attacks and nightmares were only 

reported by the 16-35 age group in social classes 3 to 5. This was 

the same group who complained of the in a b i l i t y  to "f ind the words" to 

express t h e i r  feeings. Although there were some small differences 

between the other groups they were did not reach s ta t is t ica l  

signi f icance.  Re l ie f  at not having a handicapped child was sl ightly



Table 10. Correlation between age and emotions or somatic complaints 
last ing longer then 12-24 months a f te r  the TOP for FA

Female Agegroup 16-20 21-35 36-39 40+
Complaint Number 5 66 8 5

Depressi on *3 60% 24 36% 2 25% 0
Crying *4 80% 28 42% 3 37% 0
I r r i t a b l e 3 60% 24 36% 1 12% 0
Anger 3 60% 16 24% 1 12% 0
Guilt 3 60% 21 31% 2 25% 1 20%

Males Agegroup 16-20 21-25 36-39 40+
Feel ing Number 5 53 6 2

Re l ie f *2 36% 8 13% 1 12% 0

*  = p<0.04
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more frequent in the 40+ age-group and social class 1-2.

Did the couple discuss t h e i r  complaints and th e i r  feelings with any 

one?

46 (55% of 84, 4 answers missing) of the women and 40 

(58% of 68, 7 answers missing) men did not discuss t h e i r  complaints 

or feelings with any one at a l l  . 16 (19%) women and 14 (20%)men

only discussed them with t h e i r  partner,  16 (19%) women and 4 (6%) 

men talked about i t  with t h e i r  GP, and 2 (2%) women and 1 (1%) man 

ta lked to a f r iend,  one man went to a clergyman and one man talked to 

his psychiatr ist .

What help was gi ven?

Of the 34 women who discussed th e i r  problems 19 (56% of 34) 

f e l t  they received adequate help. 11 received i t  in the form of 

counselling, 5 were given anti depressants or sleeping-tablets (3 were 

offered anti-depressants but refused as they were frightened of 

dependency). Treatments lasted from 1 to 52 weeks (median 4 weeks). 

One woman was admitted to a psychiatric unit for 2.5 weeks; she had 

had a very unfortunate obstetr ic  history with repeated feta l  loss.

Of the 21 men who discussed th e i r  problems, 6 f e l t  they 

received help of whom 3 were counselled, 2 were given valium and one 

received la rgact i l  and anti-depressants. The last was treated in a 

psychiatric unit for 3 months, he had no history of psychiatric  

i l lness  before the termination but at the time of the TOP, he lost  

his job and a fr iend died suddenly.

Why did the couples not discuss th e i r  feeling or problems?

18 (39% of 46) women did not want to bother anyone with 

th e i r  problems. People did ask how they f e l t ,  but they found i t  

easier to say " f ine" ,  and nobody asked further questions. 9 (20%) 

women were frightened of other people's reaction to the TOP. 8 (17%) 

women and 2 (5% of 40) men f e l t  that th is  was not a medical problem 

and so there was no point in discussing i t  with a doctor or 

obstetr ic ian .  This was more often mentioned in the over 36 age-group 

and social class 1-2.  7 (15%) women and 6 (15%) men thought no-one

would be interested in the way they f e l t .  One husband explained that  

he would be delighted to have talked but no-one asked him! 4 (8%)
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women and 11 (27%) men could not "find the words" to ta lk  about i t .  

This was only mentioned by the 16-25 age group and social class 4-5.  

2 (4%) women were frightened that they would be put in a psychiatric

hospital or put on addictive drugs i f  they to ld  anyone about th e i r  

fee l ings.  One woman did not want to appear an hypochondriac and 1 

(2%) woman and 19 (48%) men f e l t  that they did not need any help from 

anyone. 9 (22%) men f e l t  that th e i r  wives were more important and

that  th e i r  own feelings and reactions were not s igni f icant .  8 men,
20%, did not answer the question.

3 .3 .5  Social and Religious Implications

Pre-Termination Stress

40% of the couples experienced stressful l i f e  events before 

and a f te r  the TOP for FA, ranging from bereavement (which was

recorded i f  the couple f e l t  moved or disturbed by the death) to job 

loss, marriage and f inancial  d i f f i c u l t i e s .

Social classes 4 and 5 experienced more stressful l i f e

events (48% of 31) than social classes 3 and 3M (39% of 37) and 

social classes 1-2 (33% of 12) Those women who admitted to have coped 

badly with a previous bereavement took much longer to come to terms 

with the TOP for FA.

Social support

Table 11 i l lu s t ra te s  by whom the woman f e l t  herself  

supported a f te r  the TOP and what aspect of th is  support was most

important to her. Table 12 explores the f r ic t ions which were 

perceived a f te r  the TOP and th e i r  causes. 16-20 year olds and social 

class 4-5 complained of an ind i f ferent  a t t i tude and insens it iv i ty

from th e i r  GP and at th e i r  post natal v i s i t .  Social class 1-2 and

the 36+ age group found the opposite.

Did the husband understand his wife's reactions a f te r  the

termi nati on?
Most 39 (46% of 68) men understood the i r  partner's

reactions a f te r  the termination, but two said they could not cope

with her i r r i t a b i l i t y .  5 (6%) only understood in the f i r s t  6 months 

but got impatient with her sadness af ter  this time as they believed



Table 11. Who gave support and what was the most posit ive aspect of this  
support?

Supported by: Number Percent Aspects Number Support 
provided

Close re la t ives 68 81% Understandi ng 19 30%
Close contact 18 26%

Friends 50 59% Good l is tening 23 46%
Thoughtful ness 12 24%

General p rac t i t ioner 35 41% Good Listening 13 37%
Understandi ng 3 8%

Col 1eagues 14 17% Thoughtfulness 9 64%
Understandi ng 2 14%

HV/MW/DN 12 14% Good Listening 7 58%
Understanding 3 25%

Other women who had
TOP for FA 10 12% Understanding 10 100%

Church/Religious group 8 9% Spir itual support 3 37%
Good Listening 3 37%

Nei ghbours 7 8% Understanding 2 29%
Thoughtful ness 2 29 %

Only the two most frequent aspects mentioned by consutands are reported 
in th is  tab le .  HV/MW/DN. = Health V is i to r ,  Midwife or D istr ic t  Nurse.



Table 12. In which relationship was f r ic t io n  experienced and what was the 
most important cause of this?

Rel ationship Number Percent Negative aspect Number Percent

Close re lat ives 39 46% Silence about TOP 17 43%
Di sapproval 9 23%

General prac t i t ioner 11 13% Indi fference 6 55%
Lack of understanding 3 27%

Friends 18 21% Silence about TOP 6 33%
Di sapproval 5 28%

Colleagues 8 10% Di sapproval 4 50%
Distance in

relationship 1 13%

HV/MW/DN 7 8% Lack of understanding 3 43%
Indi fference 2 29%

Hospital s ta f f 7 8% Insensit i  v ity 6 85%
Disapproval 1 14%

Church/Religious group 6 7% Di sapproval 3 50%
Lack of understanding 1 17%

Nei ghbours 5 6% Lack of understanding 3 60%
Insensiti  vi ty 2 40%

Only the two most frequent aspects mentioned by consultands are reported in 
th is  tab le .  HV/MW/DN = Health V is i to r ,  Midwife or D is t r ic t  Nurse.
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that  she should have been over the event. 20 (29%) were bewildered 

by the reaction of the i r  wives. Some common comments were;

"I  gave her aH my support and she gave me al l  her anger and
frustrat ion" .

"I could not bear to see her cry so much."

"She coped much better  then I thought she would, I did not

understand tha t ."

Four husbands did not answer the question.

At the time that the baby was due, 26 (38%) husbands had not
been aware of th e i r  wives's response.

Was there a change in the relationship with your husband/partner 

a f t e r ,  and re lating to the TOP.

71 (84% of 84) reported a noticeable,  i f  sometimes

temporary, change in the relationship. 10 (11%) did not, and 3 (4%) 

answered that they did not know.

Figure 6 explores the changes in more deta i l .  Many couples 

found that the TOP for FA and the emotional time af ter  the event, had 

brought a deeper dimension to the relationship and thus f e l t  closer 

than two years a f te r  the event. Where d i f f i c u l t i e s  were experienced, 

these were most acute between 3 and 6 months. Separation due to lack 

of communication, increased i r r i t a t i o n  and intolerance was reported 

by 10 (12% of 84).  20% of these separated in the f i r s t  3 months, 40%

between 3 and 6 months, 20% between 6 and 12 months, and one couple

a f te r  18 months. 8 couples had reunited at the time of interview,  

one couple remained separated and another couple obtained a divorce 

a f te r  separating 6 months a f te r  the TOP. They stated that the 

termination was not the cause of the breakdown in the relationship  

but merely the last straw; i t  had amplif ied the weak points in the 

marriage.More marriage problems and separation occurred in the 

younger agegroups and socio-economic group 4-5.  (Table 13)

Was th is  l inked to a change in the sexual relationship?
No change was reported by 30 (36% of 84),  4 did not know, 

and 50 (59%) reported a noticeable change in the ir  lovemaking

patterns.
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Table 13. Marital  aspects a f te r  TOP for FA, differences between age and 
social class.

Consultands
Number

Closer 
% ly+ %

Distance 
% ly+ %

Quarrels++ 
% ly+ %

Separati on 
% ly+ %

Total 84 47 22 19 3 18 8 12 6

Age F :
16-20 5 40 40 20 0 0 0 40 20
21-35 66 46 24 23 3 20 9 12 6
36-39 8 62 50 0 0 12 0 0 0
40+ 5 75 40 0 0 20 0 0 0

Social Class :
1-2 12 50 25 25 0 17 0 0 0 *
3-3M 37 54 32 13 11 11 5 11 5

. 4-5 31 39 19 26 19 23 16 19 10

ly + = Effect on the marriage one year to two years a f te r  the TOP
*  = p <0.001
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16% (of 50) couples made love more frequently then before,  

e i ther  to reinforce th e i r  closeness or in try ing to get pregnant

again (th is  did not include any couples in a high risk group; 

recurrence >1 in 10),  50% made love less frequently then before and

reported a lack of interest because of depression and sadness, 24% 

very rarely made love a f te r  the TOP which was very d i fferent  from 

t h e i r  behaviour before the TOP because there was a fear for another 

pregnancy, in spite of available contraceptives. 14% (8% of 84)

stopped making love and for 6 th is  was linked to a deterioration in 

the relationship as a whole. One husband had suffered impotence 

since the TOP and refused to request help in spite,  of his wife's  

wish for another pregnancy.

42 (84% of 50 of those reporting change or 50% of 84) wives 

instigated the change in the sexual relationship, fear of pregnancy 

was most commonly mentioned and 5 (10% of 50 or 6% of 84) of the 

husbands instigated a change for the same reason. The d i f f i c u l t i e s

lasted from 3 to 26 months (median 6 months) and 7 (8% of 84) 

experienced d i f f i c u l t i e s  for more than 12 months a f te r  the TOP.

Only two couples who experienced sexual problems asked for 

advice and help, one from th e i r  GP and one from a medical social 

worker. One woman would l ike  to get help but her husband thought

that  a f te r  two years i t  was too la te  to save the marriage.

Did the TOP for FA influence and change your relationship with your 

other children.
For 5 (11% of 84) there was no change, however 40 (48%)

changed th e i r  behaviour towards the children. The aspects which were 

mentioned most frequently were that 18 (45% of 40) f e l t

overprotective of the children and kept more of an eye on them, and 

13 (32%) f e l t  "overanxious" and worried a lot  about the children. 9 

(22%) were very i r r i t a b l e  to the children and f e l t  gu i lty  about th is  

and 2 women had a period of feel ing indif ferent  towards th e i r  

children and l e f t  th e i r  care for  6 months to re lat ives .  One mother 

reported that her chi ld now attends a child-guidance c l in ic ;  up to 

the TOP the chi ld had been an easy toddler but a f te r  the event he

turned to attention-seeking and became d i f f i c u l t .
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Were there rel igious implications a f te r  TOP for FA

As a TOP for FA is not only touching on medical and social 

aspects but also includes moral and ethical issues, the influence of 

re l ig ion on the consultand's views about the decision were sought.

Table 14 sets out the frequency of various types of 

re l ig ion and degree of observance.

16 (19% of 84) women saw a rel igious leader,  5 before and 

11 a f te r  the termination, 13 were seen at home (only 2 had requested 

the v i s i t ) .  5 found the v is i t  helpful and 11 found i t  disturbing and 

unhelpful.  One woman remarked that the p r ies t 's  reassurance that i t  

was a l l  for the best made her furious, "how could a severely 

malformed fetus be for the best?". On another occasion a clergyman 

was uncomfortable with the idea of fetal  loss and one Church of 

Scotland minister mentioned that his church had changed th e i r  views 

on TOP for FA every year and he did not know what to advise.

Only 15 reported that the termination had not affected them

s p i r i t u a l ly ,  which l e f t  69 (82% of 84) with sp ir itual  disturbance.

21 (30% of 69) were very angry with th e i r  God, thought a lot  about 

t h e i r  childhood rel ig ion and f e l t  let-down. 15 (21%) f e l t  the i r  

b e l i e f  turn into indifference. 14 (20%) actively turned away from 

church and rel igion but f e l t  gu i lty  about i t .  5 (7%) experienced a 

growth in f a i t h ,  and f e l t  well-supported by th e i r  rel igious  

community. 8 (11%) f e l t  a need for rel igion and went back to a

church for the f i r s t  time in years; 7 (14%) f e l t  punished and

wondered how they had displeased th e i r  God. Most women f e l t  too 

frightened of disapproval to ta lk  to anyone about these feel ing.

After two years, 25 (30% of 84) f e l t  indif ferent  about 

rel igion and God, 45 (53%) f e l t  the same as before the TOP, 9 (11%) 

experienced a growth in fa i th  and hoped that the i r  dead babies would 

be cared-for in heaven. They had realised how vulnerable people were 

and how one could not escape fa te ,  which increased th e i r  need for  

re l ig ion .  Six (7%) s t i l l  f e l t  a deep resentment and h o s t i l i t y  to 

God, the church and rel igion as a whole.
When rel igion was cross-correlated against various 

questions no s ignif icant  aspects were observed. However, i t  was 

noted that Roman Catholic couples experienced s l igh t ly  more 

disapproval from priests,  relations and fr iends. They also 

experienced more si lence about the TOP for FA.



Table 14. Distribution of religions in the study group.

Rel igion Femal es Hal es

Church of Scotland 53 (63%) 51 (61%)

Roman Catholic 25 (30%) 24 (28%)

Moslem 1 ( 1%) i  ( i t )

Episcopalian 1 ( 1%) 2 ( 2t)

S p iritu a lis t Church 1 ( 1%) 0

Atheist 3 ( 4%) 6 ( 61)

32% of the women and 16 % of the men were practising 
church members. There were 18 (21%) mixed marriages.



- 78 -

3 .3 .6  Reproductive Behaviour Assessed Two Years Post-TOP

Obstetric Information about pregnancies a f te r  the TOP for FA and the 

outcome?

Of the 53 (65% of 84) women who have had a further

pregnancy since the termination, 42 (50%) had a normal l iv e -b i r th .  

One had a l iv e  baby with Adam-01 iver syndrome which was not related  

to the previous NTD TOP. 2 (2%) had a miscarriage (between 7 and 

12wks gestat ion) .  3 (3%) had an in tra -u ter ine  death (2 between 6 and 

12 weeks and 1 between 12 and 16 weeks). There were 3 TOP for FA; 

one for  Mult ip le Pterygium Syndrome, one for Jarcho-Levin syndrome 

and one for NTD. Two women were s t i l l  pregnant at the time of 
i ntervi  ew.

How much time was there between the TOP for FA and the outcome of the 

next pregnancy?

Of the women who had had an outcome of pregnancy, 19 (36%

of 53) women had an outcome between 6 and 12 months af ter  the TOP, 22 

(42%) between 13 and 18 months and 10 (19%) between 19 and 25 months 

a f te r  the TOP. The median was 14 months. Those who had a miscarriage 

conceived 5 and 9 months a f te r  the TOP. Those who had a intrauterine

death a f te r  the TOP conceived 1, 7 and 9 months a f te r  the TOP.

Antenatal complications?

There were 9 antenatal complications; 6 threatened

miscarriages and 2 hyperemesis, and 1 hypertension .

Prenatal diagnosis of those who had another pregnancy

19 (36%) women had an amniocentesis (one amniocentesis was 

unsuccessful), the remainder had a combination of MS-AFP and detai led 

scanning a f te r  16 weeks. One woman was too la te  for the MS-AFP but 

agreed to a deta i led scan. None of the women interviewed had refused 

prenatal diagnosis.

Information about the labour a f te r  the TOP and b i r th .
32 women delivered SVD, 3 had a low or midcavity forceps 

(FD) del ivery ,  9 patients had a Lower Uterine Caesarian Section
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(LUCS) and 7 women had a D&C or removal of products of conception. 3 

women had another Pg-E2 termination of pregnancy.

The birthweight of the babies born a f te r  28 weeks was in 

the range 1163 to 4308g with a median of 3355g. Weight and gestation 

correl  ated.

The placental weight was between 150 and 850g; median 600g.

This was in correlat ion with gestation.

The gestation of the pregnancies was 6-42 weeks; median 

39.5 weeks.

Post-natal  complications?

One women had a posit ive post-natal smear, 2 had a 

haemorrhage and received treatment,  1 had retained products of 

conception requiring admission to hospital 14 days la te r  and another 

a retained placenta and manual removal a f te r  second TOP of FA. Two 

women (4% of 55) reported postnatal depression last ing 6 months. Both 

had conceived in less then 6 months a f te r  the TOP for FA and had no 

history of postnatal depression.

Trying for  a pregnancy

The 11 women who were s t i l l  t ry ing to conceive at the time 

of interview had not been using any form of family planning for 17-24 

months (median 20 months). 4 women had been investigated and no 

reason for  i n f e r t i l i t y  was found; 2 husbands had low spermcount, 1 

woman had an ovarian cyst,  one couple had sexual d i f f i c u l t i e s  and 3 

had not been investigated. This group took much longer to come to 

terms with the TOP for FA and reported more g u i l t ,  sadness, fa i lure  

i r r i t a b i l i t y ,  depression, and crying at the time of interview than 

the women who had conceived.

Why did couples abstain from further reproduction?

Fifteen couples did t ry  for another pregnancy.

Four couples were undecided about further pregnancies; all  

were very fr ightened that they may have to face a further TOP for FA. 

All couples used family planning (2 used condoms, 2 used p i l l s ) .
Of the 11 couples who de f in i te ly  wanted no more 

pregnancies, 8 found the recurrence risk too high and were frightened 

of another termination (one couple had adopted), 2 had marriage
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problems. Of these 11 couples, 5 had a vasectomy or tubal l ig a t io n .  

All others used a recognised family planning method.

Who decided, for or against further  pregnancies a f te r  a TOP for FA?

For ease of analysis,  couples were divided into two groups, 

the 69 couples with a posit ive a t t i tude  towards further pregnancies 

were cal led W + (positive Wish). These couples had another 

pregnancy, were try ing to become pregnant or were waiting a few 

years to space the children in the family.

The 15 couples with a negative at t i tude  towards further  

pregnancies were called W - ,  and included those who were undecided 

about fur ther  pregnancies (4,  5%) and those who had decided against 

fu r ther  pregnancies (11, 11%).

Which factors influenced the decision for or against further  

reproduction?

Religion was not an important deciding factor in the 

decision to have further pregnancies (see table  15) because although 

Sl ig h t ly  more RC women fe l l  in the W - group and there were more 

mixed marriages, this was not found s t a t i s t i c a l l y  signif icant (see 

tab le  15).

Age appeared of greater importance in the decision 

reproductive decision. Table 16 i l lu s t ra te s  that more women in the 

older age group chose against further  pregnancies but because of the 

small number involved no s ta t is t ic a l  significance could be found.

The small number of abnormalities other then NTD made i t  

d i f f i c u l t ,  to show a clear correlation between the abnormalities but 

in proportion more women with chromosomal abnormalities fa l l  in the 

the W - group. However, th is  could be l inked to th e i r  age (a l l  were 

over 34)see Table .17..
To make i t  easier to assess the 20 di fferent  family types 

displayed in Table 18. Couples were divided into four groups;

Family 1 included those who had neither healthy children nor 

disappointments (such as handicapped children, s t i l l b i r t h s ,  neonatal 

death miscarriages),  Family 2 only had healthy children, Family 3 

included couples with healthy children and disappointments, and 

Family 4 couples only had disappointments.
The only woman in Family 1 who did not want further



Table 15. C o rre la t io n  between r e l ig io n  and pregnancy wish a f te r  TOP
fo r  FA.

Religion Total Wish + Wish -
number n (%) n (%)

Church of Scotland 53 44 (83) 9 (17)

Roman Catholic 25 19 (76) 6 (24)

Others 6 6 (100) 0

Mixed marriages 18 12 (60) 6 (40)

Practising Religion Female 27 23 (85) 4 (15)
Mai e 13 11 (85) 2 (15)



Table 16. C o rre la t io n  between age and pregnancy wish a f te r  TOP fo r  FA.

Wish
Age Group 16-20 
Number 5

21-24
19

25-35
47

36-39
8

40+
5

Total
84

Wish + 4 17 41 4 3 69

Wish - 1 2 6 4 2 15
% of age group 20 12 13 50 40 18%



Table 17. Correlation between indication for TOP and pregnancy wish.

Fetal Abnormalities
Number

Wish + Wish -
Percentage

Anencephaly 34 27 7 18%
Spina Bif ida 25 23 2 8%
Trisomy 18 5 3 1 20%
Trisomy 21 4 2 2 50%
Non-immune hydrops f e ta l is 3 3 0
Turner's syndrome 2 1 1 50%
Renal abnormalities 2 2 0
Mult ip le  congenital

abnormalities 2 2 0
Body stalk anomaly 1 0 1 100%
Cystic f ibrosis 1 1 0
Duchenne muscular dystrophy 1 1 0
K l in e fe l te r  syndrome 1 0 1 100%
Phenylketonuria 1 1 0
Jarcho Levin syndrome 1 1 0
Mult ip le  pterygium syndrome 1 1 0

84 69 15



Table 18. Correlation between family type and pregnancy wish a f te r  
TOP.

Family
Type

Number Percent of 
84 Families

Wish + 
Total = 69

Wish - 
Total = 15

Family 1 28 33% 27 1

Family 2 27 32% 21 6

Family 3 19 23% 11 8

Family 4 10 12% 10 0

Family Types
Family 1 = No children no disappointments.
Family 2 = Only healthy children.
Family 3 = Healthy children and disappointments. 
Family 4 = Only disappointments.
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pregnancies, was 17 years old, unmarried, f e l t  pushed into the TOP 

for NTD by her boyfriend, and re lations,  and had not come to terms 

with the event. There were more women who chose against fur ther  

pregnancies amongst those who had a combination of a healthy chi ld  or 

children and other disappointments than in other groups.

Correlation between planned PND or detected by screening and 

pregnancy wish

Of the 64 women whose abnormality was detected by 

screening, 6 (9% of 64) did not wish a further  pregnancy. Of the 20 

women who had "planned PND" 7 (35%) did not wish a fur ther  pregnancy.

No correlat ion was found between the pregnancy wish and; 

the woman's experience of the TOP procedure, the support given a f te r  

the TOP, or a recurrence risk of more or less then 1-10.

Correlation between a pregnancy wish unexpected diagnosis and l iv e  

healthy ch i ldren,

I t  is the policy in the department of Medical Genetics in 

Glasgow to look at the fe ta l  karyotype of an amniotic f lu i d  sample 

with NTD indication as well as at the AFP level and 

acetly lchol inesterase banding pattern. Three women with an 

indication of previous NTD were found to have a chromosomal 

abnormality (Turners, K1 inefe l ter 's  and Down's syndrome). One woman 

with a previous TOP for NTD was detected by US to have a fetus with 

Mult ip le Pterygium Syndrome.

Table 19 shows no s ignif icant  difference between those with 

or without unexpected diagnosis but in th is  study only those without 

healthy children favoured another pregnancy a f te r  a previous TOP for  

FA.

The frequency of reproductive con f l ic t .

In question 2107 and 3014 couples were asked i f  they now 

had the number of children which they had o r ig ina l ly  wanted, i . e .  had 

they realised t h e i r  "ideal family"? I t  was interest ing to note that  

28 couples (of 84) gave two confl ic t ing answers to th is  question. 

However, only one couple disagreed in the W - group, where the 

husband had real ised the hoped for number of children and the wife 

had a smaller family then she had hoped for .  For ease of analysis



Table 19. Pregnancy wish, unexpected diagnosis and live  children

Abnormality Abnormality 
previous TOP second TOP

Li ve 
chil dren

Wish + Wish - Significance

NTD NTD 0 1 0 (KflLHML

NTD NTD 1 0 1 -

NTD NTD 2 0 
(one adopted)

1 -

NTD NTD 1 0 1 -

NTD K1 inefelter 1 0 1 -

NTD Down1s 1 0 1 -

NTD Turner 3 0 1 -

NTD Multiple Pterygium 0 1 0
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only the woman's view is shown in Figure 7.

To f ind out which couples had reproductive con f l ic t  the 

following four groups were iden t i f ie d .

W + R + included couples who had another pregnancy a f te r

the TOP and now had t h e i r  "ideal" number of children

W + R - described couples who may have had another

pregnancy but wanted more children and those who did not 

have another pregnancy but were s t i l l  t ry ing  to conceive

W - R + were those couples who had reached t h e i r  "ideal

family number" before the TOP for FA

W - R - id e n t i f ie d  the couples with a c o n f l ic t .  They did

not have the number of children they would have wanted

but decided against further  pregnancies because of the

fear of having to face the decision regarding another TOP 

for  FA.

The group which did not want further  pregnancies reported more 

i r r i t a b i l i t y , anger and g u i l t  at the time of the interview, but only 

the feel ing of fa i lu r e  more than 12 months a f te r  the TOP was 

s ign i f ican t ly  higher in th is  group (46% for women p<0.02 and 55% for  

men p<0.01).

Feelings regarding the PND for  a future pregnancy.

Table 20 shows that very few consultands would refuse PND in a future

pregnancy. No s igni f icant  correlation could be found between the

age-groups, re l ig ion ,  planned PND and PND a f te r  screening, and 

socio-economic groups.

3 .3 .7  Subjective Assessment Two Years Post-Termination

Which events made the time a f te r  the termination more d i f f i c u l t  for  

you?

50% of the women in this study found pregnant women and new
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able 20. Feelings regarding PND for a future pregnancy.

Consultands Yes PND 
again

No
PND again

Not
PND

sure
again.

Total F 84 80 96% 1 1% 3 6%

Age F :
16-20 5 5 100% 0 0 0 0
21-35 66 64 97% 1 2% 1 2%
36-39 8 7 87% 0 0 1 12%
40+ 5 4 80% 0 0 1 20%

Social Class F:
1-2 12 12 100% 0 0 0 0
3-3M 37 33 90% 1 2% 3 8%
4-5 31 31 100% 0 0 0 0

Rel i gi on
Ch of Sc 53 50 94% 0 0 3 6%
R.C 25 25 100% 0 0 0 0

Prenatal diagnosis:
Planned 20 17 85% 1 5% 2 10%
Screen 64 63 98% 0 0 1 2%

F= female Ch of Sc = Church of Scotland RC = Roman Catholic 
Screen=Selected by screening programme



born babies hard to cope with. 31% were hurt by the si lence about 

the subject of th e i r  TOP and the lack of recognition of th e i r  g r ie f .  

27% were very distressed on the day that the baby would have been due 

yet the majority 46% were sad but resigned. 14% were upset watching 

TV programmes which dealt with pregnancy or handicap, or abortion 

debates. 5% were upset a f te r  the b ir th  of th e i r  new baby as they 

suddenly realised what they had missed the last t ime, and eight had a 

relapse of depression a f te r  every fa i le d  pregnancy. One woman 

complained that her husband thought that a holiday would be the end 

of al 1 thei r problems.

Which events did women experience as helpful?

The bir th  of the new baby was mentioned as very helpful by 

43% of the women.

19% found existing children comforting, and 19% found that  

the confrontation with the abnormality (seeing the fetus or a 

detai led explanation of a PM report) put th e i r  mind at rest about the 

decision to terminate.  8% found i t  rewarding to take part in

research as they f e l t  they might be instrumental in preventing the

abnormality happening to other women in the future and thus the 

terminated pregnancy was not t o ta l l y  in vain. 5% found a holiday 

help fu l .  7% f e l t  supported by other women who had had a similar  

experi ence.

Both husband and wife were asked how care could be improved

14% of the women would l ik e  to see improvement in hospital

care and the a t t i tude  of s ta f f  during the TOP and more attention 

during the next pregnancy.
13 % of the women and 29% of the men would have l iked more 

information before the termination to help them in the decision 

regarding the fetus and to prepare them for the termination 

procedure.
27% of the women and 22% of the men would have l iked more 

information about the baby and about the implication of a TOP for FA 

a f te r  the termination (the men especial ly wanted guidance on how to 

cope with t h e i r  wives).
Counselling by a knowledgeable professional f a i r l y  early 

a f te r  the TOP was seen as essential by 18% of the women and 12% of
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the men.

23% of the women and 7% of the men would have l iked  to have 

a discussion with another couple who had experienced a TOP for  FA 

both before and a f te r  the TOP.



CHAPTER 4 

DISCUSSION
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4.1 General

As the sequelae of TOP may be dependent on in te r l inked  

factors of great d ive rs i ty ,  th is  study's observations are discussed 

under the fol lowing headings; 1) Patient selection,  2) Perceived 

Management During and After  TOP for  FA, 3) Psychosocial sequelae and 

the meaning of pregnancy loss through TOP for FA, 4) The medical 

sequelae of TOP for  FA, 5) Reproductive conf l ic t  a f te r  TOP for  FA, 6) 

Vulnerable groups, 7) Intervent ion programmes, 8) New developments, 

and 9) Conclusions and recommendations.

4.2 Patient selection

None of the consultands for  the f i r s t  "management" study 

refused to be interviewed, and a l l  had had a termination for  NTD. In 

an attempt to avoid sampling bias in the second "sequelae" study, a l l  

129 patients in the West of Scotland, a f te r  TOP for FA, from one fu l l  

calendar year (1986) were selected. There did not seem to be a 

part icular  bias in the 12.5% of pat ients who refused or the 26% who 

moved and could not be traced. 88% of the patients approached 

participated in the study and, with these reservations th is  second 

study group should be representative of the study population as a 

whole. However, the choice of a calendar year presented some 

analytical d i f f i c u l t i e s  when cross-correlat ing various, very unevenly 

distributed groups. In comparison to other studies in th is  f i e l d ,  

this population is younger (29% under 25 years) and there is a 

predominance of women where the indicat ion for TOP was selection from
I

the general population by a screening programme (Table 5 ) .

4.3 Perceived Management During and After Termination of Pregnancy 
for Fetal Abnormality

This study was a re f lec t ion  of women's perceptions of care 

and at t i tudes.  Except for  the time a f te r  the TOP, care was in 

general perceived as good and given by dedicated people. In spi te  of 

th is  there were s t i l l  a lo t  of complaints which, on inspection could
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be reduced to f ive  themes:

1) Lack of preparation for  a l l  procedures and other events.  

This included preparation for  bad news by taking care that  the woman 

is accompanied at the time of revelation and is not given too much 

reassurance when the diagnosis remains in doubt. Also necessary are;  

having a discussion about the termination procedure and the time i t  

may take, counselling whether or not to see the fetus,  mentioning the 

possib i l i ty  of a re l ig ious blessing or b u r ia l ,  and giving information 

about the physical and emotional sequelae on leaving hospita l .  These 

could have prevented the frequently hurtful  experience of having to

cope alone with,  for  example, unexpected lac ta t ion .

2) Lack of information. This was closely l inked to the section

above. I t  is generally accepted that couples feel numb on receiving  

the bad news, and th is  stresses the importance of two people being

present. Two wi l l  reta in d i f fe ren t  aspects of the information and

th is  can be helpful in making the decision. Information may reduce 

the fear f e l t  during the TOP procedure (Table 6 ) .  The post

termination v is i t  a f te r  6 weeks should be an ideal time for  giving  

information about e .g .  the PM report,  and to answer questions, but as 

Laurence (1981) observed, in a busy outpatient c l in ic  there is rare ly  

an opportunity for  the complicated and highly personal at tention many 

couples need. These people would thus benefit  from special ised  

genetic and/or pre-conception counselling c l in ics  6-12 weeks a f te r  

the TOP.

3) Lack of understanding; of the couples' fee l ings,  the issues

involved, the psychological meaning of TOP for FA and the reasons fo r

couples' reticence. Understanding is also required of the tensions 

generated in subsequent pregnancy and the ubiquitous parental d is l ike  

of the word "abortion".

4) Lack of communication; between the caring agencies, the 

couple, and the hospita l .  A lack of l ia ison often meant that  

patients returned home with l i t t l e  or no information and without 

support. Letters from hospital to GPs could take a long time and led  

to highly embarrassing and painful GP-patient encounters. Unlike the
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policy which some hospitals have for  care a f te r  s t i l l b i r t h s  or 

neonatal death, no such pol icy appeared to be present at the time of 

the research.

5) Lack of regular reassessment of care given.

4.4 Psycho-social sequelae and the meaning of pregnancy loss 
through Termination of Pregnancy for Fetal Abnormality

The sequelae of induced pregnancy loss a f te r  detection of 

fetal  abnormality are frequently  described in terms of psychosocial 

trauma. This is in contrast to the often posit ive psychological 

reactions a f te r  an abortion for social ind icat ion .  Only one study of 

those summarized in Table 1 showed fewer negative sequelae a f te r  TOP 

for FA, but the authors (Jones 1984) reported a low response rate 

with coping problems as one of the main reasons for not 

part ic ipa t ing .  In the present study couples with coping problems 

lasting more then 12 months were observed (40% women and 24% men), 

which was s imilar  to the 43% noted in the Thomassen-Brepols (1985) 

study. The main psychological factors for th is  trauma, as id e n t i f ie d  

by Thomassen-Brepols (1985),  are ver i f ied  in th is  study. These 

factors are considered further  below and compared with observations 

found in the "sequelae" study, as well as simultaneously ident i fy ing  

factors specif ic to the study in the West of Scotland.

For most couples the TOP had the meaning of the loss of wanted, 

and for 66% a very much wished-for, ch i ld .  Materno-fetal  bonding 

frequently occurred and loss incurred mourning. However, e f fo r ts  to 

cope and come to terms with th is  loss may have been complicated by:

1) A loss of biological competence because producing a handicapped 

chi ld is s t i l l ,  i f  only unconsciously, perceived to be a 

reproductive f a i l u r e .  Feelings of shame and f a i lu r e  were f e l t  by 

61% of the women and 32% of the men and were frequently  

reinforced by family and in-laws who would fervent ly  declare that  

th is  abnormality could not come from t h e i r  side of the family.  

This often produced loss of se l f -va lue ,  yet as observed in the 

l i t e r a t u r e  about g r ie f  response, a feeling of se l f -va lue  is a
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most important ingredient in the coping strategy.  Further to  

complicate the issue, there is an increased incidence of fe ta l  

abnormality in subsequent pregnancies.

2 ) Loss of moral competence produced by the awareness of th e i r  own

contribution to the pregnancy loss. Unlike s t i l l b i r t h  or 

miscarriage the loss was not passive; i t  was t h e i r  own choice. 

There was a confrontation with one's own morality in making 

decisions about l i f e  and death. 40% of the women and 9% of the 

men f e l t  a deep fee l ing  of shame. Even the knowledge that a 

fetus would die anyway was found not to take away the 

overwhelming sense of responsib il i ty  for  th is  new l i f e .  The 

decision to terminate frequently in terfered with previously held 

strong be l ie fs  about r ight  and wrong. This ethical  conf l ic t  and 

the moral pain of having to choose against l i f e  or for  suffer ing,  

was strongly i l l u s t r a t e d  by the fact that couples kept looking 

for a purpose or reason. Although only 32% of the women in th is  

study admitted to be pract is ing members of a re l ig ious community 

or church, 82% of the 84 (Section 3 .3 .5 )  experienced a strong 

spir itual  disturbance and a preoccupation with posit ive or 

negative thoughts about God or re l ig ion .

3) Loss of social competence. As observed in the introduction,

marked ambiguity complicated matters fur ther .  Couples reported 

ra t ionally  recognizing the prevention of the bir th  of a 

handicapped ch i ld  and at the same time, emotional mourning for  

the wanted baby. They f e l t  supported, but at the same time 

isolated; grateful  but angry et cetera . All these feelings were 

instrumental in the couples' reluctance to ins t iga te  discussion. 

This may explain why 55% of the women and 58% of the men did not 

discuss t h e i r  feel ings or complaints with anyone (Section 3 .3 . 4 ) ,  

an observation which featured prominently in the present study 

but was not mentioned by other authors.

I t  is known in psychology, that coping is hindered by 

paradox, c o n f l ic t  and ambivalence, and that  mourning may not 

succeed i f  the experience is not discussed. Couples may f a i l  to 

unravel the complexity of the s i tuation and thus they continue to  

experience anxiety and depression. Consequently, in th is  study
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55% of the women and 58% of the men were p o ten t ia l ly  at risk of 

prolonged and unresolved g r ie f .  Considering t h is ,  i t  was not 

surprising that  so many couples in th is  study experienced a 

degree of social iso la t ion .  Because th is  is a new kind of g r i e f ,  

complicated by problems of heredity ,  handicap and abortion, the 

general public f ind i t  is easier to shy away. This meant that  

couples who already f e l t  re t icent  about discussing th e i r  feelings  

a f te r  TOP were act ive ly  discouraged from doing so by those 

surrounding them. This exacerbated the already mentioned 

feelings of f a i lu r e  and g u i l t ,  and in turn produced another r isk 

factor  for  unresolved g r ie f .  Si lence in people nearby was often 

well-meant. Outsiders may deduce that a strong g r ie f  reaction 

was l inked to regret t ing the decision to terminate the pregnancy, 

and si lence was used to prevent the couple fee l ing  gu i l ty .  This 

deduction was not confirmed in th is  study, in which many grieved 

but only two regretted the decision. Society often f a i l s  to 

comprehend that  i t  is possible to grieve sorely over the tragedy 

of loss,  yet simultaneously acknowledge the other avoided 

tragedy.

The men in th is  study appeared to have been able to come to  

terms with t h e i r  g r ie f  much quicker than t h e i r  wives (Figures 2, 3, 4 

and 5 ) .  This confirmed a s im i la r  observation made by Martinson 

(1980) where fathers,  a f te r  the loss of a ch i ld ,  were twice as l i k e l y  

as mothers to report that  the most intensive part of grieving was 

over in a few weeks, however she remarked that t h e i r  responses may 

have re f lec ted the social expectation of the father  to "take i t  l i k e  

a man" Like the observations of De Frain (1982),  i t  became clear  

that men had a greater need to keep t h e i r  g r ie f  pr ivate.  This is 

apparent in th is  study, where 32% of the men admitted that they f e l t  

withdrawn and could not t a lk  about the TOP. This lasted for a year  

or more for  13%. The archaic idea in our society that men should not 

show t h e i r  emotions may be slowly changing, but was s t i l l  very much 

in evidence during the interviews; 5 men walked out of the room to  

hide t h e i r  tea rs ,  even two years a f te r  the TOP. Many avoided taking  

part in the interview but agreed to send t h e i r  completed 

questionnaire by post. That the TOP was a major decision for them 

too was brought out by the fact that 5 men were uncertain i f  they

e
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would repeat t h e i r  decision in a future pregnancy for  s imilar  

abnormality (Table 9 ) .

The problem with grieving for  a ch i ld ,  but especial ly in the 

case of fe ta l  loss,  is that there is often a lack of synchrony in the 

grieving process between the partners. This was reported by 29% of 

the men (Section 3 .3 .5 )  who were bewildered by t h e i r  wife 's  reaction 

or were i r r i t a b l e  when the i r  wives were s t i l l  crying or f e l t

depressed 6 months l a t e r .  Although closeness was f e l t  by 47%, th is

could turn to distance, quarrel l ing and separation as time went on

(Figure 6 ) .  Similar  marital  discord was noted by Blumberg (1975).  I t  

became apparent in our study that  where there is a mature and close 

relationship and good communication, a marriage weathers these 

pressures. Lack of maturity in the partnership or an in a b i l i t y  to  

vocalise needs and feelings may have contributed to the fact that  

reported quarre l l ing  and separations (12 to 24 months a f te r  the 

termination) was confined to the younger age-groups (16-35) and 

social class 3-5.

All couples gave some indicat ion of factors which 

influenced the coming to terms with the TOP for FA (Section 3 . 3 . 7 ) .

These were reduced to four themes; recognition, information,  

communication, and the hope for  another pregnancy with a good 

outcome.

Couples described recognition as outsiders'  perception that there 

is understanding; for the g r ie f  which is f e l t ,  for the turmoil 

of ambiguous feel ings and thoughts, and for the long time i t  

may take to come to terms with the event. Thus recognition 

would prevent t r i v i a l i s a t i o n  of t h e i r  pain with remarks l i k e ,

" I t  is a l l  fo r  the best,  forget about i t " .

Information and communication were reported to be very helpful 

towards coming to terms with the event.  Explanations, not 

only about the feta l  abnormality and i t s  implications for  

fur ther  pregnancies, but also information about the prenatal 

and TOP procedures and the physical and psychosocial sequelae. 

This would minimise the feel ing of being out of control and 

reduce continuing misconceptions, which in turn would help the 

couples themselves to express t h e i r  feel ings about the TOP.

The hope for  another pregnancy is of great importance. A

succesful subsequent pregnancy often counter-balanced the



-  92 -

loss of biological competence and to a certain extent social 

incompetence. Great importance is thus attached by consultands 

to discussions and counselling about future pregnancies in 

re lation to the FA. Reassurance and/or factual information and 

preconceptive health education would increase confidence 

before embarking on an other pregnancy.

The couples own subjective assessment of the various factors plays a 

major role in the resolution of g r ie f  a f te r  TOP for FA.

4.5 The medical sequelae of Termination of Pregnancy for Fetal 
Abnormality.

This study was mainly concerned with the examination of the

psycho-social aspects of a TOP for  FA and management, yet medical and

reproductive complications would inevi tably  influence the sequelae 

and would colour the pa t ien t 's  response a f te r  the intervention. The 

information in th is  part of the study was extracted from hospital and 

maternity records.

In a post-abortion sequelae study, Ka ltre ider  et al (1979) 

mentioned an increased risk of medical complications in second

trimester termination, but added that th is may be l inked to the 

abortion technique used. M i l l e r  et al (1972) noted that extra-

amniotic use of prostagl andin-E2 was an e f fec t ive  and safe method of

terminating pregnancy. As th is  method was favoured for 82% of the 

patients whose hospital records were reviewed, few primary and

secondary complications were observed. Unplanned evacuation of

retained products of conception (ERPC) and increased bloodloss

(>200ml) for 19% in f i r s t  week and 3% in the following two weeks, 

were the only complications of note. Although this was higher than 

observed in the Report of the Royal College of Obstetricians and 

Gynaecologist (1984),  the l a t t e r  f e l t  that th e i r  10% complication 

rate was an underestimate. Haemorrhage (loss of >500ml) occurred in 

3% of the patients and f e l l  into the 1-5% range observed by the 

Committee on the Working of the Abortion Act (1974).

None of those who experienced complications reported 

long-term medical or obstetr ic  problems two years l a t e r ,  and there
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was too l i t t l e  var iat ion in methods to ascertain the patients  

preferences. When, t e n t a t i v e ly ,  other abortion techniques such as 

D&E were discussed, mothers in our study retrospectively preferred  

the Pg-E2 method because the fetus was "born" in ta c t .  I f  a s im i la r  

choice would have been made before the TOP procedure remains to be 

seen. In th is  study no corre lat ion was observed between the 

different  termination methods used, complications and an adverse

psychological outcome. Neither did there appear to be a connection

between complaints of pain during the TOP procedure and the amount of 

painki l lers  given. I t  may thus be concluded that the woman's own 

pain threshold and, possibly,  feelings of fear may play a major role  

in coping during the TOP.

Patients'  reticence, which was discussed e a r l i e r ,  could lead to  

under-reporting in the ear ly  stages of complications. These could 

progress unnoticed, especia l ly  when no post-termination v i s i t  had 

been arranged.

Trichopoulos et al (1976) noted a three or fo u r - fo ld

increase in i n f e r t i l i t y  a f te r  TOP. In the sequelae study, 10 (14%)

of the 69 women who wanted to conceive had not succeeded in spi te of 

try ing for  a pregnancy for 18 months or more. In none of these women 

was th is  l inked to a confirmed tubal occlusion and nei ther  was 

advanced maternal age an issue here. Thus the present study could not 

confirm the increase of tubal occlusion which was demonstrated by

Joupil la et al (1974) in 18% of t h e i r  93 cases.

4.6 Reproductive conflict a fter Termination of Pregnancy for Fetal 
Abnormality

The interviews revealed that  most couples have a planned 

family s ize.  This procreative wish may be amended depending on 

circumstances. Ea r l ie r  in th is  study "the hope for a future  

pregnancy" was given as a helpful factor  in the resolution of g r i e f .

Although 3 women admitted to having become pregnant too 

soon, and in spite of the b i r th  of a healthy chi ld experienced 

depression and a strong fee l ing  of delayed g r ie f ,  most found the new 

baby a source of comfort, pleasure and joy.

In the sequelae study, 82% of the couples t r i e d  to achieve
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the i r  wished-for family composition despite the TOP and confirmed the 

observations of several authors (e .g .  Everts-Kieboom 1980, 1982;

Model 1982) that  the a v a i l a b i l i t y  of PND helped towards the decision 

to t ry  again. However, as Laurence et al (1981) noted, some (15 

couples in our study) did not dare to t ry  again in spite of the 

a v a i la b i l i t y  of PND.

Of these 15 couples (18%) who were very unsure or 

def in i te ly  did not want fur ther  pregnancies 80% experienced a

reproductive co n f l ic t  and although the number who refrained from 

reproduction in the Thomassen-Brepols study was much greater (51%), 

the percentage of those with a con f l ic t  was id en t ic a l .  Who were

these couples with th is  dilemma? The obvious group to review was a 

recurrence of greater than 1 in 10. As 75% of th is  group progressed 

to another pregnancy i t  was possibly to confirm Lippman's view 

(1979a) that the object ive in terpre ta t ion  of the recurrence risk  

alone does not necessari ly deter couples from further  reproduction.  

Nor was rel ig ious conviction found to be a major influence in our 

study, but i t  was noted that  most women with extremely strong moral 

or religious convictions would have refused PND or TOP and thus would

be excluded from the study group. Negative feelings about the

termination procedure or lack of social support a f te r  the TOP were 

not noted to be the deciding factor  in the reproductive c o n f l ic t .

This study found the groups which decided against further  

pregnancies and experienced reproductive conf l ic t  to be: f i r s t l y

women who received an unexpected diagnosis instead of the FA for  

which they were at r isk (see table  20); and secondly the older  

age-group (54% of the 36+),  who often presented with an indication  

for TOP of chromosomal abnormality.

I t  was in terest ing  to note that a l l  couples in the con f l ic t  

group had at least  one healthy ch i ld .  Those without a ch i ld  or with 

a handicapped chi ld  t r i e d ,  or intended to t r y ,  for a fur ther  

pregnancy. They frequently continued try ing even a f te r  nervous 

breakdown and depression necessitated hospita l iza t ion .  This was very 

different to the observations of Thomassen-Brepols (1985) where 50% 

of those without children decided against fur ther  pregnancies. This 

finding could possibly be explained by the older age-group 

distribution in the study of Thomasson-Brepols (1985) and by the fact  

that 24% were sent the questionnaire less then a year a f te r  the TOP.
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There is the consideration that indication and age was d i f f e r e n t ly  

distributed in th is  study.

Those with an unexpected diagnosis experienced a great deal 

of conf l ic t  in coming to terms with the termination and reproductive 

choice. This had also been observed by other authors (Leschot et al 

1982 and Thomassen-Brepols 1985). Previous knowledge of the feta l  

abnormality was not only helpful during the decision-making process 

but also in the attempt to come to terms with the TOP; thus a 

surprise diagnosis reinforced the loss of biological competence and 

decreased the fee l ing of se l f -va lue .

Older women, the other con f l ic t  group, reported not only 

the losses described in the psychosocial sequelae (section 4 . 4 ) ,  they 

also frequently experienced disapproval for  t h e i r  desire for  fur ther  

pregnancies from t h e i r  spouse, re la t ives  and fr iends,  especia l ly  i f  

they had other,  often older chi ldren.  Before the TOP, these 

arguments were merely theory for  the woman. A lack of understanding 

about chromosomal abnormalit ies,  the knowledge that there is no 

genetic disease in the family ,  good pregnancy management and a 

healthy l i f e s t y l e  often created a false fee l ing that FA only happens 

to other "older women". The diagnosis for  FA made the increased 

biological f a l l i b i l i t y  a r e a l i t y  thus contributing to the 

reproductive c o n f l ic t .

Although misunderstanding of the recurrence risk was rarely  

a major factor  in the reproductive c o n f l i c t ,  i t  was a major issue in 

the decision to re f ra in  from further  reproduction for  two couples 

after  one NTD pregnancy. They translated the 4% recurrence risk into  

a risk of 1 in 4 and found th is  risk fa r  too high.

4.7 Vulnerable groups
Although emotional trauma was experienced by a l l  couples 

af ter  the TOP, there were great differences in the in tensi ty  and the 

length of time taken to cope with the loss. Many coped with t h e i r  

gr ie f  and there appeared no indication for  long term counselling or 

intervention. Some, however, suffered prolonged anxiety and

excessive gr ie f  reactions which in terfered with everyday l i f e .  There 

was no clear indicat ion in the l i t e r a t u r e  about vulnerable groups. In 

general, men and women with a vulnerable pre-TOP psychological
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make-up were mentioned. Thomassen-Brepol s (1985) found in addition  

to th is  that more women with a X- l inked indication for TOP 

experienced severe prolonged grieving pat terns.  As th is  indicat ion  

for TOP was barely represented in th is  study (1 couple) no 

comparisons could be made.

The theory that re l ig ious conviction may play a major role  

in the psychosocial sequelae was not evident in the current study. 

Neither were there s ign i f ican t  differences between socio-economic 

groups. I t  appeared that those with antecedent bereavement 

experience (section 3 . 3 . 5 ) ,  could e i ther  have an increased or a 

decreased risk for  a poor outcome. I t  depended on whether and how 

quickly they resolved the previous g r ie f .  This supported Brown's 

(1982) hypothesis that  knowledge of one's own g r ie f  reactions and 

pattern of recovery could be helpful in coping with subsequent 

bereavement.

Another vulnerable group mentioned in the l i t e r a t u r e  was 

that which had no support network. Indeed the one woman in the 

sequelae study who had not f e l t  herself  supported by anyone at a l l  

experienced prolonged emotional disturbance and became permanently 

separated from her consort.

Not mentioned in the l i t e r a t u r e ,  but observed in th is  

study, was the group which had experienced a TOP a f te r  id en t i f ic a t io n  

by screening or ultrasonography. Mothers complained of a more 

intense and long- last ing g r ie f  reactions. This could be explained by 

the fact that  they were more often taken by surprise. Unlike an 

amniocentesis or CVS, the taking of a blood sample or US is a 

non-invasive procedure and less thought is usually given by the 

women, regarding the decision of consent, or to preparation for an 

abnormal f ind ing.  Confusion and ignorance about the nature of the 

abnormality, are deleterious to the grieving processes. However, i t  

must be pointed out that  th is  group contained a much higher 

percentage of younger women and the other responses of th is  group are 

in correlat ion with those of the younger age group, which w i l l  be 

further discussed.

Thus three groups were observed in th is  research who 

presented with a p a r t ic u la r ly  poor outcome: 1) Those with secondary 

i n f e r t i l i t y ,  2) couples with reproductive c o n f l i c t ,  and 3) young and 

immature couples.
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Women with secondary i n f e r t i l i t y  or unsuccesful subsequent 

pregnancies.

As indicated e a r l i e r  , the hope for  a healthy ch i ld  was given 

as an important helpful factor  in t ry ing  to come to terms with 

the TOP. Women with secondary, post-TOP i n f e r t i l i t y  have this  

hope dashed every month when t h e i r  period appears. This 

disappointment reinforced the loss of biological competence 

and in te n s i f ie d  the previous fee l ing  of ambiguity. "Was the 

right decision made? Will they ever have an opportunity to 

have another chi ld?" . 70% of th is  group presented with

continuing i r r i t a b i l i t y ,  depression, g u i l t  and anger 18-24

months a f te r  the TOP.

2) Couples with a subsequent reproductive c o n f l i c t .

This group was discussed in section 4 .6 .  They reported more

i r r i t a b i l i t y ,  anger and gu i l t  at the time of interview but

only the fee l ing  of f a i l u r e ,  two years a f te r  the TOP was 

s ign i f ican t ly  higher (section 3 . 6 ) .

3) Young and or immature women.

Considering the points discussed in the psychosocial sequelae 

(4.4) i t  is not surprising that young, immature women in 

part icular  have a prolonged grieving pat tern. Their ambiguity 

of feelings and t h e i r  social isolat ion was often increased by 

the well-meaning actions of those around them .A similar

observation was made by (Senay & Wexler 1972 and Raphael 1984)

They often had strong i d e a l i s t i c ,  or ambiguous feelings  

about the fetus and more frequently f e l t  pushed into the 

decision to terminate the pregnancy by the parents, the 

husband or the boyfriend. 100% of 16-20 year olds s t i l l  f e l t  

very unsure about the TOP, even a f te r  the decision to 

terminate the pregnancy was made. As feelings of

worthlessness and se l f  doubt may more often be the underlying 

reasons fo r  a pregnancy in th is  group in the f i r s t  place,

the ir  se l f-confidence is even more diminished when the 

pregnancy ends in ' f a i l u r e ' .  In many instances the consort was 

immature too. More younger men in th is  study f e l t  r e l i e f  

after  the prevention of the b i r th  of a handicapped chi ld  and
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admitted not to have been able to cope with the idea and f e l t  

unable to provide the support. Thus 40% of th is  age-group 

separated, and one year l a t e r  20% were s t i l l  separated. In or 

out of a hospital set t ing ,  many of these women found i t  hard 

to assert themselves or f e l t  ashamed to ask questions on 

matters not understood. This may explain why fear during the 

TOP procedure was only mentioned by the younger women ( table  

7) .  The resolution of g r ie f  is frequently hampered by those 

in charge who, in attempting to be kind, appear more often 

patronising.  Although many women found i t  d i f f i c u l t  to

express t h e i r  ambiguity and g u i l t ,  more younger women 

complained of an in d i f fe ren t  a t t i tu d e  and insens i t iv i ty  from 

the healthcare team. The 30+ age-group, however, found 

exactly the opposite. Young fr iends were highly averse to

problems related to reproduction and preferred not to discuss 

them. Relations to ld  them to forget about i t  and t r i v i a l i s e d

th e i r  g r i e f  by remarks l i k e :  "You did the right thing dear,

you are young yet and there is plenty of time for lots of 

other babies".  This might have been true but was hardly

helpful when the young woman in question was t ry ing to work 

out i f  she had committed a murder. Many young women were 

reluctant to ask for help and f e l t  that  outward expressions of

g r ie f  would be seen as signs of t h e i r  own immaturity. Thus

confused and isolated,  young couples were rarely helped and 

guided in to  f inding t h e i r  own answers to the enormous dilemmas 

which accompanied a TOP for  FA. As one 19 .year old woman 

explained, "everyone gave me the ready made answers, I

understood what was said, but could not ' f e e l '  i t  deep down.

I t  took me three years to f ind  my own answers to my dilemma 

and to be at peace with myself ." Obviously, sk i l led  

counselling could have helped th is  g i r l  to f ind her answers 

sooner.

4.8 Intervention programmes

No care, however good, can take away the pain of losing a

'baby1, nei ther  can reassuring remarks take away the moral pain.
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Resolution of g r ie f  does not mean forgett ing the event as many women 

who lost babies decades ago coul d t e s t i f y .  But as discussed before 

we can give support by recognising' the' turmoil of feelings and 

emotions and by helping couples with the7 d i f f i c u l t  unravell ing of 

tire mentioned ambivalence7. The' only example:s we~ have' in th is  f i e l d  

are th'e peri n a t  al mo r t  el i t  y coun s el l ing'  prog rammeV wTi i c h s't a r t  e d to 

gain' popular ity  in the' mid eighties (Lewis and Page' 1978; Phipps 

1981; Ki r'kel ey-Best and Kellner 1982; Forrest et- al- 1981 ,1982; Lake 

et~ a-1 1983; Bourne' and- Lewis 1984a; Leppert and'Pahlka 1984; Kirk

1984-; Kel 1 n~er~ e t  al 19841. These7 programme's were" instigated with a 

greater  awareness o f  psychological problems of famil ies a f te r  a 

st i l  1 b ir t t r  or’ neonatal death'. The7 above7 authors emphasise that  

bereavement re-acti ons shoul d not be ' t reated as'psychiatric disorders.

Mourning: is - temporar i ly  painfu l,  and-may be: disabling' but i t  is 

necessary for' recovery o f  bereavement'. The7programmed observe, and 

then- encourage- bereavement' processes to run th e i r  course unti l  

resolution' o f  g r i e f .  An'immediate7new'pregnancy is'dis'couraged. An 

important' strategy is to encourage'parents to see7 and'hoi d thei r dead 

baby, so th a t ' th e y  can say th e i r  farewel1s and thus'have an end to a 

process:that star ted-w ith '  the7 discovery of the7 pregnancy. The 

opinion' was:t h a t  a f te r  t h e - r e a l i t y  of th e 7farewel1, the g r ie f  process 

can'begin; which'in turn w i l l  lead-to resolution. This applies also 

a f t e c  TOP: for'FA; Many women, who took part in our study, regretted  

th e i r ' re fu s a l  to-see-  the-  fetus- (Table7 &&). This' fact could be 

overcome7 by keeping: a: good: quali ty  photo in the: medical f i l e s .  

Although Forrest ' e t  al  (1982) and -' other authors' found that the 

dunat-ton' of* bereavement' react ions7 was' appreciably shortened by 

support:and rcounseTl ing,: the -possfbil i ty  of iatrogehic'  effects (poor 

outcome7du:e -to :intervenrti on) i s - rarely discussed'and'their occurrence 

i n 'psycixosactat i nterverition 'have 7ndt y e t , t o ' our knowl edge, been 

rfgarausTy studied.: In the fl ight :of t h i s 7 no'intervention programme 

fcfrr patrtenttsr :affen TOP- :fo'r- 'FA7 'shoul d be "star ted ' without prospecti ve 

re^arvrh: ■ i n t a :  which-' form' of  intervent ion woul d'be'most beneficial  

the's^xo'up-l:esT,: . SeT-f-'"htlt :groups; :have 7 been seen as invaluable in 

supportl'ng : womerr and ' thus reducing iso lat ion  (Vachon et al 1980).  

Theic ro le  -in public  rel ations and t h e i r  help in the education of 

or:ofessionals ' can do much to raise public awareness of the problems, 

anti such: a group was; founded during t h is  study (Appendix IX).
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4.9 New developments

The greater a v a i l a b i l i t y  of CVS, which would in turn 

f a c i l i t a t e  a f i r s t  t r imester  terminat ion,  may a l te r  the sequelae of 

TOP for  FA. The long wait for  a result  may be reduced. The e a r l i e r  

detection may come at a time when maternal-fetal  bonding has not yet  

started or is at a e a r l i e r  stage. The p os s ib i l i ty  of a D&E or D&C 

termination would avoid the long labours seen here. Thus i t  would be 

easier to make a rational decision, although the disappointment of 

the lost pregnancy would remain. There are,  however, s t i l l

d i f f i c u l t i e s  attached to the r e la t i v e ly  new procedure of CVS

(Canadian Collaborative CVS-Amnio Study 1989). Test results may be 

ambiguous, necessitating confirmation by amniocentesis at a l a t e r  

date. There is s t i l l  no f irm statement of the re la t ive  risks of 

miscarriage and the test  is not suitable for a variety of FA 

including NTDs. I t  remains to be seen i f  the sequelae are as 

favourable as those observed a f te r  f i r s t  t r imester TOP for "social"  

reasons. An indication of th is  may be the two women who declined to

take part in the study two years a f te r  t h e i r  f i r s t  tr imester TOP for

an abnormality detected by CVS. Their reason was that the subject 

was s t i l l  too painful for them. Possibly the emotional sequelae are 

more complex then at f i r s t  presumed and further  research into the

psychosocial consequences of th is  event is essential to assess the

specif ic needs of th is  group.

A second development is the addition to MS-AFP screening 

programme of Down's Syndrome Screening by considering low AFP leve ls .  

My observations made for those id e n t i f ie d  for NTD would be val id  for  

the group id e n t i f ie d  as at r isk for  Down's syndrome. Because

screening is non-invasive, women often consent to the procedure

without giving fu l l  and serious consideration to the implications of 

an abnormal resu l t .  An increased risk factor  might produce residual 

parental anxiety despite of normal result  a f te r  an amniocenteses and 

in some cases the anxiety may persist throughout the pregnancy and 

even a f te r  the b ir th  of a normal ch i ld .  The unexpectedness of the 

diagnosis, may in te r fe re  with the decision making process and the 

ultimate coming to terms with the TOP. All these factors make i t  

even more important to improve communication before, during, and
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psychosocial care in screening programmes.

4.10 Conclusions and recommendations

This project has v e r i f i e d  the observations of previous,

smaller studies in that while a second tr imester termination of

pregnancy for fe ta l  abnormality may be physically re la t iv e ly  safe for  

the mother, i t  remains an emotionally traumatic,  major l i f e  event for  

both father  and mother. To the loss of the wanted 'baby' is added

the loss of b io lo g ica l ,  moral and social competence; th is  is

ref lected in the long last ing  feel ings of anger, g u i l t ,  shame,

fa i lu re  and fear  (Figures 2 and 3) .  These losses are in turn

complicated by an ambivalence of feelings and thoughts, which 

originates from the two dimensions of the loss; the healthy baby of 

fantasy, and the handicapped baby of r e a l i t y .  An h is to r ic a l ly

conservative, C a lv in is t ic  or Roman. Catholic ,  Scottish background with

deep-seated, in f le x ib le  social a t t i tudes about r ight and wrong adds

to the complexity of the si tuation and leads to fear of disapproval 

and consequent reticence. This in turn has an adverse ef fect  on the 

grieving process.

A TOP for FA produces, for 12% of the couples, a

reproductive c o n f l ic t .  The intense wish for another pregnancy is set 

aside for  fear  of having to repeat the decision-making process and 

face, again, the sequelae of a TOP for  FA. Reproductive choice a f te r  

the TOP for FA, is strongly influenced by the subjective

interpretation of circumstances, information and recurrence r isk.

Although management was perceived in general as caring,  

there is plenty of scope for  improvement. The recognition that

possible bad news can be conveyed by "body language" during prenatal

diagnostic procedure makes information or verbal reassurance v i t a l .  A 

realization of the shock and numbness that  diagnosis of FA produces, 

especial ly a f te r  screening or unexpected FA, may increase the  

necessity for repeated explanation of the FA, even a f te r  the TOP. A 

better preparation for  the TOP procedure and discussion of pain 

control may reduce fear and suffer ing.  Because many women regretted 

not seeing the fetus,  a gentle introduction to the fetus should be
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encouraged, but a strong wish not to be confronted with the fetus and 

the fear of the abnormality should be understood and respected. A 

reassuring a t t i tu d e  and word picture may help the parents to feel 

more at ease about t h e i r  fetus.  Even though not a l l  couples f e l t  the 

need for  a photo of the fetus,  no couples objected to a good quali ty  

picture being kept in t h e i r  records, and for many the a v a i l a b i l i t y  of 

th is could be a crucial  factor  in the the process of coming to terms 

with the decision to terminate the pregnancy. Post-termination care 

in hospital could be improved by better  understanding of grieving  

processes, of the fear  of rejection and by an empathy for the hurt 

produced by crying babies and insensit ive remarks. A proper 

preparation for  discharge from hospital and a sympathetic send-off  

may increase the couple's se l f  esteem. Post-termination care on 

leaving hospital was minimal or non-existent.  Complaints centred 

around lack of preparation for the physical and psychosocial 

implications of a TOP for  FA, lack of information on where to get 

help, on th e i r  status regarding post-natal  care, on what was 

precisely wrong with the fetus and the implications of th is  for a 

future pregnancy. There was lack of understanding of the turmoil ,  

ambiguity and reticence which couples f e e l ,  and the extra tensions in 

subsequent pregnancies together with a lack of communication between 

the hospital and; the primary care team, the couple, and the medical 

team.

In view of t h is ,  special at tention should be given to the 

vulnerable groups. Young, immature couples may need special care,  

women with secondary post-TOP i n f e r t i l i t y  may need extra  

understanding, pre-TOP vulnerable personal it ies and those who are 

t o ta l l y  unsupported require early iden t i f ica t ion  and support; and 

those with reproductive conf l ic t  need recognit ion.

Thus the two main improvements in the management of TOP 

for FA are; improved understanding of the to ta l  sequelae and i ts  

consequences, and great ly  improved communication. Within the context 

of medical on-going care, professionals have the responsibil i ty  to 

become knowledgeable about th is  new kind of g r i e f .  Education 

programmes should enable:-  provision of information about procedure 

and sequelae; o f fe r ing  emotional support and bereavement counselling;  

and recognition (keeping the pat ients'  reticence in mind) of the 

signs that may signal a need for professional mental health
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intervention. Education should underline knowledge about both lay 

and professional community resources to which the couples can be 

referred as appropriate and desired. Self -help  groups should be 

encouraged to partake of th is  education and may in turn make the

general public aware of the implications of a TOP for  FA via

newspapers, books and te lev is ion  (see Appendix IX about "CARE").

Communication must be improved at a l l  levels between the  

health professionals in hospital and those in the community. The 

aims are; to avoid duplication of information and care by health-care  

professionals,  and to avoid inadequate care being given. In the

communication between patient and health professionals i t  should be 

real ized that  the reply "I am a lr igh t"  could mean in these patients 

just the opposite. A summary, by l e t t e r  to the pa t ien t ,  of 

information given in counselling sessions may encourage further

questions and prevent misconceptions. A hospital pol icy ,  as used 

af te r  perinatal  m orta l i ty  would be helpful a f te r  TOP for FA.

This study underlines the importance of frequent medical

audit to promote the continuation of good care in our hospitals

together with the evaluation of screening and prenatal diagnosis 

programmes. Research and development are required, not only for  the 

technical advances of more e f fec t ive  screening and prenatal

diagnosis, but also to id en t i fy  and assess the nature and adequacy of 

the counselling and support services; in par t icu la r  with regard to 

the CVS procedure and the Down's screening programme. Further  

prospective and retrospective research is needed to ident i fy

vulnerable groups and f ind  the most beneficial  intervention programme 

for adversely af fected couples.
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APPENDIX I Questionnaire 1 - Management a f te r  detection and 
termination of Neural Tube Defect

Duncan Guthrie In s t i tu te  of Medical Genetics 
Yorkhi11 Hospitals 

G3 8SJ

MANAGEMENT AFTER TOP FOR NTD

PATIENT'S NUMBER: : ■

Date of Termination :

Date of Completion Questionnaire:

###### This questionnaire is confidential  ######



MANAGEMENT AROUND TOP FOR NTD 1 9 8 3 -8 5
I

001 Pat ient 's  number:

002 Pat ient 's  Date of Birth 1 1 1 I 1 I

003 Husband's Date of Birth | | | |

004 Hospital ____________ ___________ _______

Obstetr ic ian ____________________  ___

006 Para | ~ T 1  + m

007 Type of NTD _____________________ _________

008 Which number of pregnancy is the NTD m

009 Open or closed lesion ?
[ | Open Closed

SCREENING

010 Did pat ient  receive MS-AFP screening?
[ I jYes [2]No jT] Do not know

011 Was screening offered and accepted?
[t]Yes 0[|No

012 Was the purpose of the bloodtest explained?
QjYes [2jNo

( I f  pat ient  did not receive MS-AFP screening)

013 Was screening offered ?
t n  Yes [pNo iTlDo not know 

014 Reason for not being screened :

015 Last menstrual Period.

016 Dates: [T lcerta in H I  Uncertai n

017 Bleeding during pregnancy? [T] Yes [2]No

018 Gestation at booking m

I f  l a te  for booking v is i t  why?   _______________ —

019 Elevated MSAFP
1 F irs t  2 Second

1111 m 1111 li

cm
m

CD
CTD
□m
□
m
□

□
□
□

□

□
□
CD

□ □



MANAGEMENT AROUND TOP FOR NTD 1 9 8 3 -8 5  PRENATAL DIAGNOSIS

Amniocentesis

020 Amniocentesis offered [T] Yes (T]No

Reason for  Amniocentesis? ---------- -----------------------------

021 F irs t  Amniocentesis
Gestation dates u/s Dates:

m CD
022 Second Amniocentesis

Gestation dates: u/s dates:

Ultrasound: m m
023 Routine scan |T|Lesion seeni OpLesion not seen

024 Deta i led scan [ p L e s io n seen [pLesion not seen

025

026

027

028

Reasons for detai led scan

NTD suspected a f te r  UJRaised MSAFP [_2jRaised amniotic
[3JAbnormal Scan

How and by whom was the patient to ld  that  
al l  as not well with the pregnancy?

Was husband present?[T]Yes 2_ No IT lo ther

What were they told:

MANAGEMENT AROUND TOP FOR NTD PRENATAL DIAGNOSIS

□
□

m

CD
□
□
□

AFP

□
□
□
i

□

029

030

031

Was the need for further tests explained? m  Yes E l  No □  

I f  not, Why not? _________ _

Were the words Spinahifida qjl Anencephaly 
mentioned? |_J_ Yes L2JNo

What was the couples ex ist ing understanding 
of these conditions?

□
□



MANAGEMENT AROUND TOP FOR NTD 1 9 8 3 -8 5  -PRENATAL DIAGNOSIS

032

034

035

Were they given more information, and i f  so what?

I f  fur ther  tests  declined by patient why?

NTD confirmed by [pAmni ocentesi s T ]  Detai led scan

036 Period between being given an indicat ion that a l l  ^
was not well and confirmation of the NTD?(in weeks □ □

PATIENT'S OVERALL PERCEPTION OF CARE DURING PRENATAL DIAGNOSIS

[T ] bad [TJpoor [TJAVERAG^4]G00D U|EXCELLENT

HOW WAS THE ABNORMALITY EXPLAINED?

□
□
□
m

□

037 How and by whom was the patient to ld  that the fetus had NTD?

Obstetrician
GP

U1trasonographer 
Others

038

039

040

041

Who was accompanyingthe patient at the time ?
Husband
Friend

Rel a t i  ve 
Other 5 None

What were they to ld ;

With whom did they discuss this? 
jJObstetr ic ian Gj  Husband EJRelatives 

Friends Clergy EJothers GD None

Was adequate counselling given about the abnormality 
and the options? [T]Yes [F)No
I f  not, why n o t ? _________  .

042

043

044

When the decision to terminate the pregnancy was made, 
was the TOP procedure explained and the time factor  
mentioned before admission’

[TjYes [2JNo [3lPartly

What was the waiting time between admission to hospital  
and the decision to T0P?(days) | | ^

Was th is  what they wanted at the time? [pYes GDno

□

□
□
□
□

□
m



MANAGEMENT AROUND TOP FOR NTD 1 9 8 3 -8 5  ABNORMALITY EXPLAINED

PATIENT'S OVERALL PERCEPTION OF HOW THE ABNORMALITY WAS EXPLAINED

m  BAD [F]>OOR [j TJAVERAGE [ T ] gOOD

045

046

047

048

050

051

052

□BAD

EXCELLENT

CARE DURING TERMINATION.

Where did the TOP take Place?
Hospital: _ _ _ _ _ _ _
Ward :

What pain controle was offered during the TOP?

BAnal gesisc CD ep i dural
Inhalation liJother

Att itude of staf f?

Duration of TOP (in hours)
m

PATIENT'S OVERALL PERCEPTION OF CARE DURING TOP.

POOR | T ] aVERAGE |~4~]G00DprfcxCELLENT[ T | bad

POST-TERMINATION CARE IN HOSPITAL

049 WHere was t ie patient nursed
1 Postnatal W 0
1 Gyne W 1
£ Main ward X

Antenatal W 
Labour R [FjOther 
Side ward.

Length of stay in hospital ( in nights) CD
Att itude s t a f f ______________________  _____ _____

Were medical and emotional implications discussed 
before 1 eaidjighospiliLL? ,— ,

1 Yes [Y |N o I 3 [Partly
Expl ai n :_______   _ ____________ -__

PATIENT'S OVERALL PERCEPTION OF CARE DURING TOP.

E >  oor [ T | average Q good I T I excellent

□

□
□
□
ED

□

□
CD□
□
□



MANAGEMENT AROUND TOP FOR NTD 1983-85 POST-TERMINATION CARE IN THE
COMMUNITY

053

054

055

056

057

058

059

060

Did the patient have a post-natal  appointments?
[TjYes [2jNo [TjOther

With whom...................JJ| Obstetrician E3gP
[3] Pre-conception C BIOther

Was proffesional Post TOP support given?
E gP b l  Midwife
[DHV El Others

Was the GP aware that, the TOP for NTD had taken 
place? [ l jYes UjNo GD^0 n° t  know

Was counselling given regarding NTD and the 
implications for fur ther  pregnancies?

[I]Yes [2JNo □ D o  not know

By whom

Was* the counsel 1 ing ,f l |Adequate7 I I T

Please explain,

Inadequate

What is your present understanding of the recurrence 
risk

PATIENT'S OVERALL PERCEPTION OF POST TOP COMMUNITY CARE.

AD Q} 00R Q> VERAGE C±> 00D EXCELLENT

What was good about the care you received ?|

What 
T "  '

was bad about the care you received

How could we improve care ?

□

□

□

□

□

□

□

□

□

ixrr

rrm

m~n



APPENDIX 11 a Request to  o b s te t r ic ia n  fo r  medical record

Dear Dr ,

Re: Mrs Hospital number:

We are conducting research into the medical and 
psychosocial sequelae of a termination of pregnancy for foetal  
abnormality.

Over the years a great deal of e f fort  has gone into  
improving antenatal care and the a v a i l a b i l i t y  of prenatal diagnosis: 
consequently the discovery of severe abnormality in the foetus and 
the option of termination of a wanted pregnancy is becoming more 
common.

L i t t l e  has been published in this country about the 
sequelae of th is  intervention and i t  is thus d i f f i c u l t  to prevent 
medical and psychosocial complications and to provide appropriate 
a f tercare  for  these patients.

We are therefore approaching patients in the West of 
Scotland who have had a termination of pregnancy for  foetal 
abnormality during 1986.

We would l ik e  to study the pat ients '  records for obstetr ic  
complications during and a f te r  the termination to determine the 
implications of these for subsequent pregnancies.

We would be most grateful i f  you could send the case-sheets 
for  the patients on the enclosed l i s t  to Margaretha White at the 
above address.

A l te rnat ive ly ,  arrangements can be made to examine the 
notes in your department i f  that is preferred.

Please do not hesitate to get in touch i f  we can provide 
you with further  information.

Thank You,

Yours F a i th fu l ly ,

Margaretha White, Professor M.A. Ferguson-Smith.
Research Coordinator

Copy to  medical record o f f ic e r .



APPENDIX I lb Request to General Practit ioner for permission to
approach pat ient .

Date

Re:

Dear Dr.

We are conducting research into the medical and 
psycho-social sequelae of a termination of pregnancy for  fe ta l  
abnormality, and note from our records that this lady has had such an 
experience.

Over the years, a great deal of e f fo r t  has gone into 
improving antenatal care and the a v a i la b i l i t y  of prenatal diagnosis; 
consequently the discovery of severe abnormality in the fetus and the 
option of termination of a wanted pregnancy is becoming more common.

L i t t l e  has been published about the sequelae of th is  
intervention and i t  is thus d i f f i c u l t  to provide appropriate 
af ter -care  to these couples.

We are approaching patients in the West of Scotland
who have had a termination of pregnancy for fetal  abnormality in 1986 
to complete, with us, a questionnaire.

This could be done during a pre-arranged home v is i t  or 
at a v i s i t  to the Department of Medical Genetics, whichever is more
convenient for  the pat ient .

At the same time there wil l be an opportunity for the 
patient to ask questions and give suggestions for improvements to the
present system.

Please l e t  us know i f  you would rather not have us 
contact your patient by returning the enclosed sl ip  in the S.A.E
provided. I f  we do not hear from you , we wil l  assume that you have
no objection.

For fur ther  questions please do not hesitate to get in
touch with Margaretha White, who is conducting this research, at the
above address or telephone 041-339 8888 extension 7175.

Thank You for  your attention.
Yours F a i th fu l ly ,

Margaretha White Professor J.M. Connor
Research Coordinator

Re: Mrs
Address

I give/do not give my consent for you to approach Mrs.

Please delete where inapplicable.
I f  consent is refused, we would be most grateful for your reasons.

From: Dr.



APPENDIX l i e  Request to  p a t ie n t  p r io r  to  v i s i t .

Dear Mrs

Over the years, a great deal of e f fo r t  has gone into improving 
the a v a i l a b i l i t y  of antenatal care and prenatal diagnosis; th is  means 
that  the f inding of a severe abnormality in the unborn baby and the 
termination of a wanted pregnancy is becoming more common.

Our records show that you have experienced a termination of 
pregnancy for fe ta l  abnormality. We now wonder i f  the medical and
supportive care provided a f te r  such a termination meets the needs of
patients.

We are therefore conducting a research programme involving 
patients in the West of Scotland who have had a termination of 
pregnancy for feta l  abnormality in the last few years. We hope to 
discover the d i f f i c u l t i e s  most commonly experienced by couples.

You are in the special posit ion of being able to help us to
improve the care given to patients who wil l  share this sad experience 
with you in the future .

The research only involves completing one questionnaire with us, 
e i th er  at a home v i s i t  or at an arranged v is i t  to our department in 
Yorkhil 1 hospitals.  And there wil l  be an oppertunity to ask 
questions and get information

I f  you have arty questions please do not hesitate to get in touch 
with Margaretha White, who is conducting this research, at the above 
address or telephone 041-339 8888 extension 7175.

All  information w i l l  be treated in the s t r ic tes t  confidence.

Please return the t e a r - o f f  s l ip  in the enclosed S.A.E.

Yours sincerely

Margaretha White Professor J M Connor
Researcher

TEAR HERE

Mrs

Postcode Telephone

I would l ik e  to help you with th is  research. YES

( I f  you answer NO please give your reasons on the back

I would be happy to come to Yorkhil l i f  you
could arrange an appointment YES

I would prefer you to make an appointment
to v is i t  us at home YES

NO

of this s l ip )  

NO 

NO



APPENDIX 11d Request fo r  re tu rn  o f husband's ques tionna ire

Date

Dear Mr.

Last year your wife helped me with a research 
which aimed to discover the needs of couples who had a termination 
fo r  feta l  abnormality in 1986 in an e f fo r t  to improve af tercare.

In order to understand the reactions of both 
parents, I l e f t  a short questionnaire for you to complete.

On completion of the research I noticed that your copy is 
s t i l l  missing.

I f  you have mislaid your copy, I have been so free to 
enclose a new one. Would i t  be possible for you to return the 
completed, or i f  you object, uncompleted questionnaire to me as soon 
as possible in the enclosed stamped addressed envelope?

In case of the l a t t e r ,  I would appreciate i t  i f  you would 
w ri te  your reasons for objecting on the frontpage. For the sake of 
con f iden t ia l i ty  please do not nention your name on th e  questionnaire.

Thank you for your help

Margaretha White 
Researcher



APPENDIX I I I  Q u e s tio n n a ire  2 Sequelae o f te rm in a tio n  o f pregnancy f o r
v a r io u s  F e ta l A b n o rm a lit ie s

THE DUNCAN GUTHRIE INSTITUTE OF MEDICAL GENETICS 

YORKHILL HOSPITALS 

GLASGOW G3 8SJ

H ie  S e q u e la e  o f  T e r m in a t io n  o f  P reg n a n cy  f o r  F e t a l  A b n o r m a lity
in  1986

P a t i e n t  Number

###### THIS QUESTIONNAIRE IS CONFIDENTIAL ##### 
(P lease do n o t m ention your name)



TOP SEQUELAE STUDY 1 9 8 6 -8 8  

Number

HOSPITAL RECORDS
INFORMATION

1001 S tudy number
1002 H o s p ita l code

OBSTETRICIAN:

cmm
GP:

1003 Para: TXFTXI

1004 P re n a ta l d ia g n o s is :
1 MS-AFP 
3 Amnio
5 Second o p in io n  U/S

1005 In d ic a t io n  f o r  TOP :

1006 D u ra tio n  o f pregnancy:

Date o f  TOP: .........................

1007 Method o f  TOP

2 2nd MS-AFP 
4 U/S 
6 O thers

by U/S by Datesm mn 111 n

1007b R o u tine  D /  C. 1 Yes 2 No

1008 D u ra tio n  o f  TOP (h o u rs ) m
(fro m  c a th  o r u rea to  p la c e n ta )

1009 C o m p lic a tio n s : ______________________________

1010 A n a lg e s ia : 1 _____________________________ _
2   . ■ ,

Tlmes- I i I I I I
1011 B lo o d lo s s : (m is) [ | J [ " J

1012 C on firm ed  Fe taL  C o n d it io n : ______________________________
1 C onfirm ed • 2 Added c o m p lic a tio n s
3 N ot co n firm e d .

1013 C on firm ed  by : r  i "  i—■—■—r “ |
1 M e d ic a l G enetics No: ..................  1 I I I j  j  —j
2 P ost Mortem No:   I I I I  I  I 1

1014 F e ta l w e ig h t: ............................................  I I  I I I
1015 F e ta l g e s ta t io n :  .........  .......................  □ □

1016 Post-TOP c o m p lic a tio n s : 1 _______________________________
2  ________________________________

1017 How many days a f t e r  TOP . . . .  m
1018 Drugs g ive n  in  h o s p ita l .  1 _______________________ __

(p o s t te rm in a tio n )  2 _________ ________________

Code

H T
1-3
4-5

6-9

10-13

14-15

16-21

22

23

24-25

26

27-32
33-36

37

38-39

40-43
44-45

46

47-48

49-51



TOP SEQUELAE STUDY 1986-88 HOSPITAL RECORDS INFORMATION Code

1019

1020

1021
1021b

1022

Time in  h o s p ita l  (n ig h ts )

P ost te rm in a t io n  v i s i t :  1 No
3 Obst

L e t te r  se n t to  GP? 1 Yes
A f te r  how many daysS

m
2 GP
4 PreCon

2 No 3 ?

m
Seen in  s p e c ia l c l in ic ?  1 M e d ica l g e n e tic s

2 P re-P regnancy C l
3 NTD Research
4 OTHER

1023 Subsequent p regnancy: 1 Yes

1024 A n te n a ta l c o m p lic a tio n s . ___

P re -n a ta l d ia g n o s is

2 No

1025

1026

1027

1028
1029
1030
1031

1032

1033

1034

1 MSAFP 
3 Amnio 
5 O ther

2nd MSAFP 
4 Det US

Mode o f  d e l iv e r y  

Outcome

G e s ta tio n  a t  d e l iv e r y  (weeks) . . . .  
Outcome, how many months a f t e r  TOP
W eight (grammes) ................................
P la c e n ta l w e ight(gram m es) ..................

B lo o d lo s s  (m l)

P o s tn a ta l c o m p lic a tio n s  1
2

F a m ily  p la n n in g  0 Not in  re c o rd s :
1 Yes 2 No

52-53

54

55
56-57

58

m

4

5

6-9  

10 

11

12-13
14-15
16-19
20-23

24-27

28

29



TOP SEQUELAE STUDY 1986-88 Consultand's History Code

nr
4-5

6-7

8
9-10 

11-13 

14-16 

1 7-18

19-20

21

2001 C o n s u lta n d ’ s age a t  TOP

2002 Husband’ s age a t  TOP

m
m

2003 M a r i ta l  s t a t u s : 1 S in g le  2 M a rr ie d  3 Separated
2004 How lon g  m a rrie d  o r c o h a b it in g ? ( y r s ) . . .  ............  m

2005 C onsu ltands o c c u p a tio n

2006 H usband 's / p a r tn e r 's  o c c u p a tio n  __

2007 P a tie n ts  r e l ig io n
2007B 1 p r a c t is in g  2 none p r a c t ic in g
2008 Husband' s / p a r t n e r ' s r e l ig io n
2008B 1 p r a c t is in g  

2009 Handicapped C h ild re n  

OBSTETRIC BACKGROUND

2 n o n -p ra c t is in g

A liv e  Deceased □ □
2010 P regnancies

1 L iv e b ir th  norm al
2 L iv e b ir th  abnorm al
3 M is c a rr ia g e  <28wk
4 S t i l l b i r t h  >28wk
6 In t r a - u te r in e  death
7 T e rm in a tio n
8 E c to p ic  pregnancy
9 Prem ature b i r t h
10 Sons
11 Daughters

B e fo re /  
a t p  
a t
a t
a t
a t
a t
a t
a t

A f te r  T e rm in a tion

□□

wk
wk
wk
wk
wk
wk
wk
wk

12  
1 3
14
15
16
17
18
19 
21
20

a tl
a t
a t
a t
a t
a t
a t
a t

wks
wks
wks
wks
wks
wks
wks
wks

□□
2011 Outcome o f la s t  p regnancy b e fo re  te rm in a tio n

2012 How lon g  had you been t r y in g  f o r  a baby (months) m

22-43

44-45

46-47

MEDICAL BACKGROUND

2013 C u rre n t m a jo r i l l n e s s 1 No
2 D iabe tes
3 E p ile p s y
4 C ro h n 's  d isease
5 H eart d isease
6 K idney d isease
7 C l in i c a l  Depression
8 O ther

2014 M a jo r o p e ra tio n s  in  p a s t 30 months 1 Yes 
(P lease g iv e  d e t a i ls )  ________________

2 No

48-49

50

2015 B efo re  o r a f t e r  th e  te rm in a t io n
1 Yes 2 No 3 Both 51



TOP SEQUELAE STUDY 1986-88 CONSULTAND'S HISTORY Code

2016 How d id  you expe rie n ce  the  te rm in a tio n
Coped
P a in fu l (p h y s ic a l ly )  
P a in fu l (e m o tio n a lly )  
F r ig h te n in g  
O ther 52-55

SOCIAL BACKGROUND

o th e r s t r e s s fu l  
1 No

even ts  in la s t 30

2 Bereavement 1 2 3
3 Loss o f jo b 1 2 3
4 Finance 1 2 3
5 S ep a ra tion 1 2 3
6 D ivo rce 1 2 3
7 O ther 1 2 3
1 =Before TOP. 2 = A fte r TOP. 3

56-61

MEDICAL SEQUELAE

2018 R e le va n t m ed ica l c o m p lic a tio n s  p o s t TOP 
( a f te r  d isch a rg e  from  h o s p ita l)

2019

2020

2021

2022

2023

No
Heavy b le e d in g
R eta ined  p la c e n ta
D ischarge
Fever
O ther

A f te r  how many days? m

Were you re a d m itte d  to  h o s p ita l  1 Yes 2 No

Were you g ive n  d ru g s ,(o n  re tu rn  from  h o s p ita l)?
1 Yes 2 No 3 ?

( I f  yes p le ase  s p e c ify )  _____________________________

4-5

6-7

8

Who p re s c r ib e d  the  drugs?
1 GP
2 O b s te tr ic ia n
3 O thers 10

Who was f i r s t  home v i s i t  from  ? 
( In  f i r s t  th re e  weeks)

1 GP
4 M idw ife  
4 M id w ife

2 H ea lth  V is i t o r
3 M ed ica l G enetics S is te r
5 None
6 OTHER 11



TOP SEQUELAE STUDY 1986-88- MEDICAL SEQUELAE (continued) Code

2024 Why d id  th e y  v i s i t ?  1 H o s p ita l 
(R e fe rre d  b y ) 2 GP

3 Requested by p a t ie n t
4 R ou tine  v i s i t
5 O ther 12

2025 How lo n g  from  le a v in g  h o s p ita l
to  home v is i t o r ?  (days) ................ .. | |  j 13-14

2026 D id  you w a n t,o r  w ould you have l ik e d ,  an e a r l ie r  
home v i s i t  to  a l lo w  you to  ask q u e s tio n s
a n d /o r s u p p o rt ? 1 Yes 2 No 3 O ther 15

2027 D id  you go and v i s i t  yo u r GP?
1 Yes 2 No 3 O ther 16

2028 Was he /she  aware o f the  te rm in a tio n ?
1 Yes 2 No 3 O ther 1 7

2029 D id you have a p o s t - n a ta l  appo in tm ent?
1 Yes 2 No 3 o th e r 18

2030 W ith  whom?1 GP
2 O b s te t r ic ia n
3 O ther h o s p i ta l  d o c to r
4 P re -c o n c e p tio n  c l i n i c 19

2031 Were you in v i t e d  to  a tte n d  t h is  appo in tm ent?
1 Yes
2 Yes b u t d id  n o t go
3 No
4 No b u t made own arrangem ents 20

2032 Was th e  b a b y 's  c o n d it io n  d iscussed  w ith  you?
1 Yes 2 No 3 O ther 21

2033 Who d iscu sse d  the  b a b y 's  c o n d it io n  w ith  you?
1. G.P.
2. O b s te t r ic ia n
3. M id w ife
4. O the r h o s p ita l  d o c to r
5. P re con ce p tio n  c l i n i c
6. NTD re s e a rc h e r 22-24

2034 How lo n g  d id  d is c h a rg e /b le e d in g  la s ts ? (d a y s  ) { | | 25-26

2035 When d id  you p e r io d s  re tu rn  to  norm al? . . . .
(weeks) I 1 1 27-28

.2036 Were yo u r b re a s ts  sore?
1 Yes 2 No 3 O ther 29

2037 For how long? (days) ...........................  J |  j 30-31

2038 What k in d  o f  h e lp  were you g iven
1 None
2 Advice
3 Drugs 32

2039 By whom? 1 P ro fe s s io n a ls
2 F r ie n d s / r e la t iv e s 33



TOP SEQUELAE STUDY 1986-88 MEDICAL SEQUELAE (continued) Code

2040 On re tu rn  from  h o s p i ta l  d id  you e xpe rience  any o f
th e  fo l lo w in g  ? ( la s t in g  up to  what tim e  in  months)

CODE <3M 3m 6m 1 2m 18m Now
1 None 34
2 S leep lessness <3 3m 6m 1 2m 1 8m Now 35-36
3 L is t le s s n e s s <3 3m 6m 12m 1 8m Now 37-38
4 Depression <3 3m 6m 1 2m 1 8m Now 39-40
5 C ry in g <3 3m 6m 12m 1 8m Now 41 -42
6 Nervous stomach

ache □ <3 3m 6m 1 2m 1 8m Now 43-44
7 Loss o f a p p e t ite I <3 3m 6m 1 2m 18m Now 45-46
8 Loss o f

C o n c e n tra ti on —n
<3 3m 6m 1 2m 1 8m Now 47-48

9 I r r i t a b i l i t y
m—m

<3 3m 6m 12m 1 8m Now 49-50
10 T ired n ess <3 3m 6m 1 2m 1 8m Now 51-52
1 1 Headaches <3 3m 6m 1 2m 18m Now 53-54
12 P a lp ita t io n s <3 3m 6m 1 2m 1 8m Now 55-56
13 N ightm ares <3 3m 6m 12m 1 8m Now 57-58
14 i <3i 3m 6m 1 2m 1 8m Now 59-60

CODE: 0= N ot a t  a l l 2= R ather more then u su a l
1= No more then  u s u a l 3= Much more then  u s u a l

2041 W ith  whom have you d iscussed  these  co m p la in ts?
1 W ith  no one 2 GP
3 O b s te t r ic ia n  4 O ther p ro fe s s io n a ls  
5 O thers

2042

2043

2044

2045

2046

Were you g iv e n  he lp?  1 Yes 2 No 3 O ther

How? 1 C o u n s e llin g
2 Drugs
3 O ther

For how lo n g  were you t r e a te d . (weeks)

Are you s t i l l  on tre a tm e n t?
1 Yes 2 No 3 O ther 

(p lease  e x p la in )  _____________________

I f  you d id  n o t ask fo r  h e lp ,w h y  not?
1 I  d id  n o t want to  b o th e r anyone
2 I  was f r ig h te n e d  th a t  anyone would

th in k  th a t  i  was "g o in g  c ra z y "
3 I  d id  n o t th in k  i t  a m ed ica l p rob lem
4 I  d id  n o t know what to  say
5 I  d on ' t  know
6 O the r

2047 Was fa m ily  p la n n in g  d iscussed  ?
1 Yes 2 No 3 O ther

61

62

63

64-65

66

67

68



TOP SEQUELAE STUDY 1986-88 MEDICAL SEQUELAE (continued) Code

2048 W ith  whom 1. G.P.
2. F am ily  p la n n in g  c l i n i c
3. O b s te tr ic ia n
4. G ene tic  c l i n i c
5.

PSYCHOLOGICAL SEQUELAE

2049 How d id  you f e e l  abou t the  pregnancy
1 P lanned and welcome 3 Not p la nn e d ,u nsu re
2 Not p lanned  b u t welcom 4 Do n o t know

2050 D id  you f e e l  movement
1 Yes 2 No 3 Do n o t know

2051 How d id  you f e e l  about the  fe tu s  ____________________

2052 D id  you f e e l  su re  o r unsure abou t the
d e c is io n  to  te rm in a te  1 Sure

2 Unsure
3 Do n o t know

2053 I f  unsure  why 1______________________________________
2 _________________________________________
3 _____________________________________

2054 A f te r  the  te rm in a t io n  d id  you f e e l  any o f the  fo l lo w in g
em otions? For how long  ? (up to  w hat tim e  in  m onths)

Code] j
1 No !
2 Anger i <3m 3m 6m 12m 1 8m Now
3 G u i l t ! <3m 3m 6m 1 2m 1 8m Now
4 Shame <3m 3m 6m 1 2m 18m Now
5 Fear <3m 3m 6m 1 2m 1 8m Now
6 Sadness j — <3m 3m 6m 1 2m 1 8m Now
7 R e lie f  j — <3m 3m 6m 1 2m 18m Now
8 F a ilu re <3m 3m 6m 1 2m 1 8m Now
9 P an ic s p e l ls  j i <3m 3m 6m 12m 18m Now
10 V u ln e ra b le  ! <3m 3m 6m 1 2m 1 8m Now
11 Is o la te d  i <3m 3m 6m 1 2m 18m Now
12 "E m o tio n a l"  j ; <3m 3m 6m 1 2m 18m Now
13 Numb j <3M 3M 6M 12M 1 8M NOW
14 i; <3m 3m 6m 1 2m 1 8m Now
15 ji

i! — <3m 3m 6m 12m 1 8m Now

CODE: 0= N ot a t  a lL  3= R a the r more then  u su a l
2= No mor6 then u sua l 4= Much more then  u su a l

69

5

4

5

6

7

8

9
10-11 
12-13 
14-15 
16-1 7 
1 8-19 
20 -2 1  
22-23 
24-25 
26-27 
28-29 
30-31 
32-33 
34-35 
36-37



TOP SEQELAE STUDY 1986-88 -  SOCIAL SEQUELAE- Code

2055 Who gave suppo rt?
1 R e la t iv e s
2 F a m ily  d o c to r
3 HV/ M id w i fe /D is t r ic t  Nurse
4 R e lig io u s  Group/Church
5 F rie n d s
6 O the r women who have 

e xp e rie n ce d  a te rm in a tio n
7 C o lleagues
8 N e ighbours

9 No one
10 _________________
11

(most im p o rta n t a sp e c t in  box)

What was the  most im p o rta n t a s p e c t o f the  su p p o rt
1 u n d e rs ta n d in g  4 c lo s e  c o n ta c t
2 good l is t e n in g  5 p r a c t i c a l  h e lp
3 s p i r i t u a l  su pp o rt 6 th o u g h tfu ln e s s  
7

4-5
6-7
8-9
10-11
12-13
14-15

16-1 7 
18-19

20-21
22-23
24-25

2056 D id  the  te rm in a t io n  and the  re a c t io n  to  i t  u pse t the  fo l lo w in g  
r e la t io n s h ip s  (m ost im p o rta n t a sp e c t in  box)

1 R e la t iv e s
2 F am ily  D oc to r
3 H V /M id w ife /D is t r ic t  Nurse
4 R e lg io u s  G roup/Church
5 F rie n d s
6 C o lleague
7 N e ighbours
8 None
9 _______________

What was the  main cause o f  the  upse t in  th e  re la t io n s h ip s ?
d is a p p ro v a l 
s u g g e s tio n  o f blame

2 in d if fe r e n c e  
4 s ile n c e  a bou t th e  s u b je c t 

la c k  o f u n d e rs ta n d in g  6 im p a tie n ce  w ith  p hys icaL
and e m o tio n a l a f t e r  a f fe c ts  

8 envy o f o th e r  m others 
10

d is ta n c e
in s e n s i t i v i t y

26-27
28-29
30-31
32-33
34-35
36-37
38-39
40-41
42-43

MARRIAGE AND PARTNERSHIP

2057 D id  th e  te rm in a t io n  change your r e la t io n s h ip  w ith  you r husband 
(o r  P a r tn e r)?  1 Yes 2 No 3 Do n o t know 44

2058 In  what way d id  i t  change?
1. 
2 .
3.
4.
5.
6. 
7

C lo s e r to g e th e r 
F u r th e r  a p a rt 
Inc reased  q u a r r e l l in g  
C o n s id e rin g  s e p a ra tio n  
Separated 
D ivo rced

a 45-46 
47-48 
49-50 
51 -52 
53-54 
55-56 
57-58



TOP SEQELAE STUDY 1986-88 MARRIAGE /  PARTNERSHIP Code

2059 When d id  t h is  o ccu r? (code  box)
1 f i r s t  th re e  months 2 s ix  months
3 tw e lv e  months 4 e ig h te e n  months
5 now

2060 How is  the  s i t u a t io n  now?
1 Back to  norm a l 2 Improved
3 Unchanged 4 Grown worse
5 O ther _______________________________________  59

2061 D id  you r se xua l r e la t io n s h ip  change a f t e r  TOP ?
1 Yes 2 No 3 Do n o t know 60

2062 How d id  t h is  a f f e c t  you ?
1 Made lo ve  more f r e q u e n t ly  than  b e fo re  te rm in a tio n
2 Made lo ve  le s s  f r e q u e n t ly  then  b e fo re
3 R a re ly  make lo ve  now
4 Stopped making lo v e
5 O ther____________________________________________________  61

2063 Which o f you e xp e rie n ce d  most d i f f i c u l t y ?
1 H usband /P a rtne r 2 You 62

2064 D id  you ask f o r  h e lp /c o u n s e ll in g ?
1 Yes 2 No 3 Do n o t know 63

2065 From whom? 1. GP
2. S p e c ia l c l i n i c
3. O the r 64

2066 How long  d id  these  d i f f i c u l t i e s  la s t  ?
( in  m onths) j | |  65

2067 How is  the  s i t u a t io n  now?
1 Back to  norm a l 2 Improved
3 Unchanged 4 Grown worse
5 OTHER 67

CHILDREN IN  THE FAMILY

2068 D id  the  re la t io n s h ip s  w ith  yo u r o th e r  c h i ld re n  change? 
1 Yes 2 No 3 Do n o t know 68

2069 How d id  t h is  a f f e c t  you?
1 F e e l c lo s e r  to  th e  ch iL d  2 O v e rp ro te c t iv e  
3 O veranxious 4 I n d i f f e r e n t
5 Im p a tie n t 6 C h ild re n  d isapp roved
7 O ther 69-70

I f  th e re  were d i f f i c u l t i e s ,  f o r  how lo n g  d id  they  la s t?  
1 <Than 3 months 2 Three months
3 S ix  months 4 Twelve months
5 To p re s e n t

(s p e c ify  )______________________________________ 71-72



TOP SEQELAE STUDY 1986-88 RELIGION Code

2070 D id  you d is c u s s  the  te rm in a t io n  w ith  a r e l ig io u s  leader?
1 Yes 2 No 3 Do n o t know

nr
2071 B e fo re  o r  a f t e r  th e  te rm in a tio n ?

1 B e fo re  2 A f te r

2072 D id  you f in d  t h is  h e lp fu l?
1 Yes 2 No 3 Do n o t know

2073 D id  you re c e iv e  a h o m e v is it  a f t e r  th e  te rm in a tio n ?
1 Yes 2 No 3 Do n o t know

2074 How many days a f t e r  th e  te rm in a tio n ?
(Days) m 8-9

2075 D id  you re q u e s t th e  v i s i t ?
1 Yes 2 No 3 Do n o t know 10

2076 D id  th e  te rm in a t io n  in f lu e n c e  you r fa i th ?
1 Loss o f f a i t h  2 Growth o f  f a i t h
3 In d if fe re n c e  4 No change
5 Angry w ith  God 6 Inc rea se d  need f o r  r e l ig io n 11

2077 How is  the  s i t u a t io n  now?
1 Loss o f f a i t h  2 Growth o f f a i t h
3 In d if fe re n c e  4 No changes
5 As b e fo re  6 12

SEEING THE BABY

2078 D id  you see the  baby? 1 Yes 2 No 3 Do n o t know
2079 Was t h is  what you wanted a t  the  tim e?

1 Yes 2 No 3 Do n o t know
2080 I f  you d id  n o t see the  baby, why not?

1 A dv ised  n o t to  2 D id  n o t want to  see
3 Too f r ig h te n e d  4 Too drowsy to  lo o k
5 A f r a id  to  ask
6 E a s ie r to  come to  term s w ith  i t
7 No su gg e s tion s  made about se e ing  the  baby

13

14

15

2081 D id  you re g re t  yo u r d e c is io n ?
1 Yes 2 No 3 Do n o t know 16

2082 D id  yo u r h u sb a n d /p a rtn e r see the  baby?
1 Yes 2 No 3 Do n o t know 1 7

2083 D id  you g e t a pho tog raph
1 Yes 2 No 3 Do n o t know 18

2084 Would you have wanted one
1 No 2 Yes -  a t  the  tim e 
3 Yes -  in  the  m ed ica l re co rd 19



TOP SEQELAE STUDY 1986-88 GENETIC COUNSELLING Code

2085 Who c o u n s e lle d  you a bou t the  re cu rre n ce  r i s k  o f the  f e t a l  
a b n o rm a lity  o r  the  g e n e tic  im p lic a t io n s  f o r  fu tu re  
p regnanc ies?
1 O b s te t r ic ia n  2 GP
3 O ther h o s p i ta l  d o c to r  4 G ene tic  a d v is o ry  c e n tre  
5 N .T .D . RESEARCHER 6

2086 D id  you f in d  t h is  c o u n s e llin g  h e lp fu l ,  and how?
1 Not h e lp fu l  2 D e ta ile d  in fo rm a tio n
3 Reassurance 4 In fo rm a tio n  about re cu rre n c e  r is k
5 In fo rm a tio n  f o r  management n e x t pregnancy
6

2087

2088

2089

2090

2091

2092

2093

Were you g iv e n  enough tim e  to  ask q u e s tio n s
1 Yes 2 No 3 Do n o t know

Was th e  c o u n s e ll in g  fo llo w e d  up by le t t e r ?
1 Yes 2 No 3 Do n o t know

I f  yes d id  you f in d  t h is  h e lp fu l?
1 Yes 2 No 3 Do n o t know

Were you o f fe re d  g e n e tic  c o u n s e llin g  in  a 
"g e n e t ic  c l i n i c " ?  1 Yes 2 No 3 Do n o t know

I f  n o t ,  would you have wanted to  be re fe r re d
1 Yes 2 No 3 Do n o t know

How lo n g  a f t e r  th e  te rm in a t io n  were d id  you 
re c e iv e  c o u n s e llin g ?  (weeks) CD
D id th e  c o u n s e ll in g  in f lu e n c e  your p la n s  f o r  
your fa m ily  1 Yes 2 No 3 Do n o t know

2094 D id  the  re c u rre n c e  r i s k  in f lu e n c e  your d e c is io n s  about 
f u r t h e r  p re g n a n c ie s  1 Yes 2 No 3 Do n o t know

20

21

22

23

24

25

26

27-29

29

30

FAMILY PLANNING AND ATTITUDES

2095 Have you had a n o th e r pregnancy s in ce  the  te rm in a tio n ?  
1 Yes 2 No

2096 What was th e  outcome
1 L iv e b ir th  norm al
2 L iv e b ir th  abnorm al
3 M is c a rr ia g e  Less than  28wks a t
4 S t i l l b i r t h  More than  28wks a t
5 In t r a - u te r in e  death  a t
6 T e rm in a tio n  a t
7 E c to p ic  pregnancy a t
8 Prem ature b i r t h  a t

5
6
7 -9  

1 0-1 2 
1 3-1 5 
16-18 
19 
2 0 - 2 2



TOP SEQELAE STUDY 1986-88 FAMILY PLANNING AND ATTITUDES Code

2097 I f  l i v e  b i r t h  what k in d  o f la b o u r

2098 B ir th w e ig h t  baby (g ) rrm
2099 Time between TOP and n e x t outcome o f pregnancy m

2100 Were th e re  any p rob lem s a f t e r  the  b ir th ?

2101 D id  you have p r e - n a ta l d ia g n o s is  in  t h is  pregnancy 
1 CVS 2 MS-AFP
3 D e ta ile d  scan 4 A m niocen tes is
5 Fetoscopy 6 O ther

2102 What is  yo u r p re s e n t s i t u a t io n
1 P regnant 2 T ry in g  to  conce ive
3 Undecid e d  4 No f u r th e r  pregnancy
5 W a it I I I  Months to  conce ive
6 O thers

2103 I f  you a re  n o t p re g n a n t, what fa m ily  p la n n in g  do you use 
1 P i l l  2 Cap
3 Condom 4 Female s t e r i l i s a t i o n
5 N a tu ra l method 6 A bs tinence
7 Vasectomy 8 C o il( IU C D )
9 O ther

2104 I f  you a re  t r y in g  to  conce ive  how long  have 
you been t r y in g ?  (M onths) m

2105 In  case o f i n f e r t i l i t y  is  th e re  a known reason
1 No 2 B locked  f a l lo p ia n  tubes
3 Hormonal im ba lance  4 Sexua l d i f f i c u l t i e s
5 Low sperm co u n t 6 Do n o t know
7 O ther __________________________________________________

2106 I f  you a re  n o t p la n n in g  a f u r th e r  pregnancy what is
the  reason f o r  t h i s  
1 Completed fa m ily  2 ADopted
3 No p a r tn e r  4 I l l - h e a l t h
5 Recurrence r i s k  6 No fu r th e r  te rm in a tio n
7 O ther ____________________________________________________

2107 Have you reached th e  fa m ily  s iz e  you o r ig in a l l y  wanted?
1 I  now want a b ig g e r fa m ily
2 No
3 Yes
4 O ther _______________________________________________

2108 Would you have a p p ro p r ia te  p re -n a ta l d ia gn o s is?
1 Yes 2 No 3 Do n o t know

2109 I f  n o t ,  why n o t?  S p e c ify

2110 D id  you, c o n s id e r in g  the  c ircum stances ,
re g re t  th e  te rm in a tio n ?  1 Yes 2 No 3 Do n o t know

23

24-27

28-29

30

31

32-34

35

36-37

38

39

40

41

42

43



TOP SEQELAE STUDY 1986-88 FAMILY PLANNING AND ATTITUDES Code

2111 Would you take  the  same d e c is io n ,  f o r  a
s im i la r  a b n o rm a lity , in  a subsequent pregnancy? 

1 Yes 2 No 3 Do n o t know 44

2112 How d id  you f e e l  on the  expected  da te  
o f  d e l iv e r y  o f the  te rm in a te d  baby 
1 Sad b u t re s ig n e d  2 Very d is tre s s e d
3 Do n o t remember
4 O the r 45

2113 Were you p re g n a n t a t  the  tim e
1 Yes 2 No 46

2116 W hich even ts  made the  tim e  a f t e r  the  te rm in a t io n  
d i f f i c u l t  f o r  you?

49-53

2117 W hich s p e c ia l even ts  he lped  you come to  term s more 
q u ic k ly  w ith  the  te rm in a tio n ?

54-58

2118 How can the  a f te r - c a r e  s e rv ic e  be im proved f o r  
co up les  l i k e  you?

59-64
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TOP SEQUELAE STUDY 1986-1988 HUSBAND/PARTNER QUESTIONNAIRE Code

Please c i r c le  the  a p p ro p r ia te  number

3001 Who e x p la in e d  the  a b n o rm a lity  o f th e  baby to  you b e fo re  
the  te rm in a tio n ?
1 O b s te t r ic ia n  2 F a m ily  d o c to r
3 My w ife /p a r tn e r  4 O ther _______________________

3002 D id  you g e t enough in fo rm a t io n  a t  the  tim e? 
1 Yes 2 No 3 Do n o t know?

3003 Who took  the  f i n a l  d e c is io n  to  te rm in a te  the  pregnancy? 
1 Toge ther 2 WIFE/PARTNER
3 I  dec ided
4 I  d id  n o t agree b u t f e l t  i t  was my 

w i f e 's / p a r t n e r ’ s d e c is io n
5 Was unsure b u t suppo rted  w i f e 's  d e c is io n
6 O ther

3004 Were you w ith  your w ife /p a r tn e r  d u r in g  the  te rm in a tio n ?
1 Yes
2 No, I  th o u g h t i t  b e t te r  n o t to  be p re s e n t
3 No, I  wanted to  be th e re ,  b u t was n o t a b le  to  be
4 O ther

3005 D id  you see the  baby a f t e r  th e  te rm in a tio n ?
1 Yes 2 No 3 Do n o t know?

3006 D id  you re g re t  t h is  d e c is io n ?
1 Yes 2 No 3 Do n o t know?

3007 A f te r  the  te rm in a tio n  d id  you f e e l  any o f the  fo l lo w in g
s tro n g  em otions and u n t i l  what tim e?

(P lease c i r c le  the  a p p ro p r ia te  number and p e r io d )

e .g . ^2^.Anger <3m 3m 1 2m 1 8m NOW
1 None 10
2 Anger <3m 3m 6m 1 2m 18m NOW 11-12
3 G u i l t <3m 3m 6m 12m 1 8m NOW 1 3-14
4 Shame <3m 3m 6m 1 2m 1 8m NOW 15-16
5 Fear <3m 3m 6m 1 2m 1 8m NOW 1 7-18
6 Sadness <3m 3m 6m 1 2m 1 8m NOW 19-20
7 R e l ie f <3m 3m 6m 12m 18m NOW 21 -22
8 F a ilu re <3m 3m 6m 1 2m 1 2m NOW 23-24
9 W ithdrawn <3m 3m 6m 1 2m 1 8m NOW 25-26

10 F e e lin g  l e f t
o u t <3m 3m 6m 12m 18m NOW 27-28

11 O veranxious f o r
y o u r o th e r  c h ild re n

<3m 3m 6m 1 2m 1 8m NOW 29-30
12 "E m o tio n a l" <3m 3m 6m 1 2m 18m NOW 31-32
13 O ther

<3m 3m 6m 1 2m 1 8m NOW 33-40



TOP SEQUELAE STUDY 1986-1988 HUSBAND/PARTNER QUESTIONNAIRE Code

3008 A f te r  the  te rm in a t io n ,  d id  you e xpe rience  any o f 
th e  fo l lo w in g  symptoms, and up to  what tim e  d id  these  

c o m p la in ts  la s t  ? to  answer: p le a se  c i r c le  two answers f o r  
each symptom where a p p ro p r ia te

FOR EXAMPLE:
2 .SLEEPLESSNESS No No more /M ore tha m  Much more

than  us u a l Vi s u a l  than  usua l
LASTING UP TO: <3M ^ 3 Mth^  6 Mths 12 Mths 24 Mths

1 None

2 S leep lessness No No more More than Much more
than  u s u a l u su a l than  usua l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M
3 L is t le s s n e s s No No more More than Much more

than u s u a l u s u a l than  usua l
LASTING UP TO: <3M 3 M 6 M 12 M 24 M

4 D epress ion No No more More than Much more
than  u s u a l u su a l than  usua l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M
5 Weeping s p e l ls No No more More than Much more

than  u s u a l u su a l than  usua l
LASTING UP TO: <3M 3 M 6 M 12 M 24 M

6 Stomach p a in No No more More than Much more
than  u s u a l u su a l than  usua l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M

7 Loss o f a p p e t ite No No more More than Much more
than  u s u a l u su a l than  usua l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M
8 Loss o f No No more More than Much more

c o n c e n tra t io n than  u s u a l u su a l than  u su a l
LASTING UP TO: <3M 3 M 6 M 12 M 24M

9 I r r i t a b i l i t y No No more More than Much more
than  u s u a l u su a l than  usua l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M

10 T ired n ess No No more More than Much more
than u s u a l u su a l than  u su a l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M
11 Headaches No No more More than Much more

than  u s u a l u su a l than  u su a l
LASTING UP TO: <3M 3 M 6 M 12 M 24 M

12 N ightm ares No No more More than Much more
than  u s u a l usua l than  u su a l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M

13 O the r No No more More than Much more
than u s u a l u su a l than  usua l

LASTING UP TO: <3M 3 M 6 M 12 M 24 M

4

5-6

7-8

9-1 0 

11-12 

13-14

15-16

17-18

19-20

21 - 2 2  

23-24 

25-26

27-28



TOP SEQUELAE STUDY 1986-1988 HUSBAND/PARTNER QUESTIONNAIRE Code

3009 W ith  whom have you d iscu ssed  these  co m p la in ts?  
1 W ith  no one 2 W ife /p a r tn e r
3 F am ily  d o c to r  4 F rie n d s
5 R e la t io n s  6 O thers

3010 D id you re c e iv e  he lp?
1 YeS 2 No 3 Do n o t know

3011 D id  you re c e iv e  any m e d ica l tre a tm e n t?
1 Drugs (Name p le a s e )
2 C o u n s e llin g

3012 I f  you d id  n o t ask f o r  h e lp , why not?
1 I  d id  n o t c o n s id e r i t  a m e d ica l p rob lem
2 I  d id  n o t w ant to  b o th e r anyone
3 I  d id  n o t need h e lp
4 I  do n o t know
5 I  d id  n o t th in k  any one was in te re s te d
6 O ther

3013 Were you a b le  to  u nd e rs tan d  yo u r w i f e 's  re a c t io n  
a f t e r  te rm in a tio n ?  1 Yes 2 No 3 Do n o t know? 

P lease e x p la in :

3014 Have you reached th e  fa m ily  s iz e  you o r ig in a l l y  
hoped fo r?  1 I  now p la n  a b ig g e r  fa m ily

2 NO
3 YES
4 O ther

3015 Was you r w ife /p a r tn e r  unhappy on the  day th a t  
the  baby would  have been due?

1 Yes 2 No 3 Do n o t know?

3016 Do you re g re t  te rm in a t in g  th e  pregnancy, 
c o n s id e r in g  th e  c ircu m sta n ces  ?

1 Yes 2 No 3 Do n o t know?

3017 Would you ta k e  the  same d e c is io n  f o r  a s im i la r  
a b n o rm a lity  in  a subsequent pregnancy?

1 Yes 2 No 3 Do n o t know?

3018 Are th e re  any ways in  w h ich  we co u ld  have he lped  
you and yo u r w ife /p a r tn e r  up t i l l  now?

Please E x p la in , u s in g  as much d e t a i l  as you w ish  
(u s in g  page o p p o s ite  i f  n e ce ssa ry )
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APPENDIX IV Twenty key questions used in cross-correlation of 
responses to questionnaire 2

QUESTIONS TO BE ASKED ABOUT THE FREQUENCIES OF THE RECORDED RESULTS 
OF SECOND STUDY.

Compare the fol lowing four variables in turn with the 20 questions?

1. Age groups: a) 16-20 versus ( F 2001)
b) 21-35
c) 35-39
d) 40+

2. Social class: 1-2 " ( M 2006A and B )
3-3M (=9)
4-5

3 Religion: 1 Ch o Sc (1) F2007A
2 RC (2) M2008A
3 Mixed marriages were 2007A and 2008A are d i f fe ren t .

4 Indication of detection:
1 Patients who opted for prenatal diagnosis for  

anxiety , maternal age or previous history of 
FA or family history of FA. (considered FA to  
a cer tain extent)
(9 previous NTD, 4 maternal age, 6 other 
known at risk factors)

2 Patients who had prenatal diagnosis a f te r  
screening or ultrasound detection of 
abnormality.(unprepa red for FA)

TWENTY KEY QUESTIONS:

1 Stressful l i f e  events in the six months preceding the 
termination and the two years a f te r  the TOP. (2017A, 2017C)

2 Pregnancy preceeding TOP (2011)

3 How long had they been try ing for  the terminated pregnancy?

4 Sure or unsure about TOP (a f te r  t h e i r  decision) ? (2052)

5 How did you experience the TOP 2016 A,B,C,D,

6 Did you see the baby F=2078 M=3005
Did you regret th is  F=2081 M=3006

7  Psychosomatic symptom Sleeplessness F 2040 2A 2B M= 3008 2A 2B
Listlessness F 2040 3A 3B M= 3008 3A 3B
Depression F 2040 4A 4B M= 3008 4A 4B
Crying F 2040 5A 5B M= 3008 5A 5B

Loss of concentration F 2040 8A 8B M= 3008 8A 8B
I r r i t a b i l i t y  F 2040 9A 9B M= 3008 9A 9B
Palpitations F 2040 12A 12B
Nightmares F 2040 13A 13B



APPENDIX IV Twenty key questions (Continued)

8 Discussed with anyone? F=2041 M=3009

9 I f  not discussed, why not? F=2046 M=3012

10 Strong emotional feelings a f te r  TOP
Anger F 2054 2A 2B M= 3007 2A 2B
Guilt F 2054 3A 3B M= 3007 3A 3B
Shame F 2054 4A 4B M= 3007 4A 4B
Reli ef F 2054 7A 7B M= 3007 7A 7B
Failure F 2054 8A 8B M= 3007 8A 8B
Isol at ion F 205411A11B M= 300711A1IB
Withdrawn M= 300713A13B

11 Discussed with anyone?

12 Social posit ive support.
Relat i  ves 
Family doctor 
Friends 
Col 1eagues 
Neighbours 
No one

(2054, 3009)

2055 1A 
2055 2A 
2055 5A 
2055 7A 
2055 8A 
2055 9A

Negative social contacts Relatives 2056 1A
Family doctor 2056 2A
Friends 2056 5A
Colleagues 2056 6A
Neighbours 2056 7A
No one 2056 8A

13 Effect  of TOP on marriage Closer together 2058 01A
and duration in months Further apart 2058 02A

Increased Quarrels 2058 03A
Separation 2058 05A
Divorce 2058 06A

14 Changes in sexual behaviour (2062)

15 How is the s i tuat ion now (2060)

16 Time between TOP and next pregnancy outcome? 2099

17 Another pregnancy and outcome? (2096)
1, 2,  3, 3A, 3B, 4A, 4B, 5, 5B, 6,  6B, 7, 8B

18 I f  not planning another pregnancy why not? v 2106

19 I f  you planned a pregnancy would you have prenatal diagnosis in 
your next pregnancy? 2108

20 Would you terminate again under the same circumstances in a 
subsequent pregnancy? F=2111 M=3017



APPENDIX V  The Self-Help Group -  "CARE" - conception and 

implementation

Formal T i t l e  1987-1989:

THE SCOTTISH ASSOCIATION FOR CARE & SUPPORT

AFTER TERMINATION FOR FETAL ABNORMALITY

From June 1989:

THE SCOTTISH ASSOCIATION FOR CARE & SUPPORT

AFTER DIAGNOSIS OF FETAL ABNORMALITY

The idea that there is a need for a support group for

couples who have had a termination for  fe ta l  abnormality came a f te r

interviewing women post-termination for NTD during 1983 to 1986. 

However, i t  was not unti l  1987 that  Mrs Janice Moreland came forward 

to help s tar t  the association. Shortly a f te r  th is ,  Mrs Morag Wilson 

(from the East Coast of Scotland) jo ined, bringing her secretaria l  

and organisational s k i l l s .  Following the design and legal approval of

a const i tu t ion ,  "CARE" received Scottish Charity Registration.

Meanwhile a s imilar  association had been started in England and Wales 

(Support After  Termination For Abnormality - SATFA), but thoughts of 

combining the two organisations were abandoned af ter  obtaining legal  

advice and consulting the membership of "CARE". Leaflets explaining  

the aims of "CARE" were printed and dist ributed to hospitals, health 

centres and l ib r a r ie s .  Free pub l ic i ty  for  the new organisation was 

given by Scottish Television's Community Service programme, women 

magazines and newspapers.

Members representing "CARE" were invi ted to Health Vis i to rs  

and Midwifery conferences and many of our members have been asked to 

t a lk  to  s t a f f  in maternity hospitals and at Round Table meetings 

about t h e i r  experiences with prenatal diagnosis and termination.  

Representatives of "CARE" expressed the views of the membership to 

the Kings Fund Forum on Screening and Prenatal Diagnosis (1987). In 

1988, David Alton t r ie d ,  via a pr ivate members b i l l ,  to reduce the 

l a te s t  abortion time to 18 weeks gestation. Members of "CARE" and 

SATFA encouraged the i r  members to write to the ir  Members of



Parliament with t h e i r  personal stor ies.  This resulted in 

representatives being invi ted  to the Houses of Parliament to explain 

t h e i r  points of view regarding prenatal diagnosis and the choice of 

termination.

Many couples f e l t  the need for some posit ive action a f te r

they had been confronted with fe ta l  abnormality. For th is  reason a

separate research fund (The Daisy Fund) was started and members vote 

annually on which research, into the prevention of feta l  abnormality, 

the yearly proceeds w i l l  be donated.

Three-monthly news le t te r s  keep the membership in touch 

with each other.  These provide an opportunity to share th e i r  

experiences and often include a r t ic le s  by Scottish medical s ta f f  

about e.g.  prenatal diagnostic procedures, pre-conception c l in ics  and 

genetic counsel 1ing.

Based on some of the f indings of th is  study, two booklets 

containing information relevant to termination for  fetal  abnormality 

were produced. The co-operation of al l  maternity hospitals in 

Scotland has enabled most mothers in th is  si tuat ion to have access to 

th is  information.

Following representation at the F i rs t  European Conference

on the Psycho-social Aspects of Genetics, in the Netherlands 1988,

these booklets were requested by, and sold to ,  delegates from several 

countries in Europe.

Demand from mothers who had been given equivocal or 

abnormal diagnosis led to the change of emphasis evident in the t i t l e  

of the Association. Under the chairmanship of Eileen McKenzie, the 

main purpose of the association is to give care and support a f te r  

diagnosis of fe ta l  abnormality, and for as long as is necessary for  

those who undergo termination of pregnancy. However added to this is 

the aim to increase professional and public awereness of the 

psycho-social aspects and consequences of th is  intervention and thus 

to  give impetus for  improved services.

Included in this section are:

1 Leaflet One -  The aims of "CARE" 1987

2 Booklet One "On hearing the news"

3 Booklet Two "Coming to terms"

4 Leaflet Two - The aims of "CARE" 1989



i Scottish Association for Care & Support 
; after Termination for Fetal Abnormality

1
| ON HEARING THE NEWS

CARE BOOKLET 1

Charity Reg. No. ED 588/87



piis is the first of two booklets intended mainly to help parents 
yho have been told that a severe abnormality has been found in 
teir unborn baby. However, we hope that it will be of use, as 
1̂1, to all those who care for the parents; their relatives, friends 

ind professional medical staff. There is a lot of information 
lesigned to answer some of the many questions which are to be 
iced. For this reason, the booklets are divided into sections, 
(here is no need to read it all at once.

le headings are: Page
INTRODUCTION..................................................2
HEARING THE NEWS......................................... 2

; MAKING A DECISION........................................ 3
LABOUR................................................................ 3
WHAT TO PACK FOR HOSPITAL...................... 4
SEEING AND HOLDING YOUR BABY............... 4
AND WHAT ABOUT THE FATHER....................5
RELIGION............................................................. 6
POST-MORTEM.................................................... 6
BURIAL.................................................................6
POST-TERMINATION HOSPITAL CARE............7
FEELINGS............................................................. 7
GOING HOME......................................................8
CARE (SEEKING HELP)................................ 8 & 9
YOUR OWN NOTES & QUESTIONS..................10

lis book is free to all parents who may be faced with the 
Vision of terminating a pregnancy, but the Association must 
Ske a charge, to cover printing costs, to any other interested 
irties)
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ia k in g  a  d e c is io n

Once you are sure of all the relevant facts concerning your 
baby, take time to consider what to do. Your obstetrician 
may give some guidance, but you may also find it helpful 
to discuss this information with friends, relatives your 
family doctor or a member of the clergy. Ultimately, only 

! you can decide what is the best in the long run, for you, your 
family and the unborn baby.

I If you decide to continue the pregnancy, "CARE" can refer 
I you to the appropriate organisation so that you can prepare 

yourself for the birth of your baby.
If you feel that a termination is the best thing for your family 
and unborn baby, the members of "CARE" will try to 
provide the support you need.

fiBOUR

I If you decide to end the pregnancy after the 12th week 
(three months) you will have to go through labour. It is 
important that you know as much as you can about the 
delivery, so please ask questions!

| It will usually be possible for your husband, a relative or a 
1 friend to be present during some, or all, stages of the labour. 

The termination will take place in either the labour room or 
a side ward (depending on the hospital).
The delivery will be induced by one of several methods and 
you should not hesitate to ask how, in your particular 
hospital. It could be painful, but adequate relief is available 
in the form of pain-killing injections and, in some hospitals, 
epidurals may be available. There is no need to suffer 
quietly and you must keep telling the staff if you are in pain.
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Depending on your hospital, you may be given a D & C 
routinely. Elsewhere, you will only have your womb 
cleared if the afterbirth is incomplete.

H A T  T O  PA C K  FO R  H O S P IT A L

You can expect to be in hospital for two to three days. 
Hospital requirements may vary a little, but you are likely 
to need:

| 2 Nightdresses
! 2 Comfortable bra's

1 Dressing-gown 
1 Pair of slippers 

Toilet requisites: Face flannel, a towel, soap, toothpaste 
and toothbrush, hairbrush, makeup and tissues.

Optional
A bottle of squash or fruit juice 

 ̂ A few favourite magazines
A pen and writing paper 
Some hospitals allow you to take in your own 
portable radio or television.

fE ING  A N D  H O L D IN G  Y O U R  BABY

Should you see and hold your baby?
This is not an easy decision. Many people feel too upset to 
think about this before the termination. Please try to 
consider this because many parents feel later that holding 
their baby (however small) helped them to come to terms 
with their loss. Some are frightened to look because they do 
not know what to expect. In this case, ask your midwife to 
give you a gentle wordpicture.



Many parents would not consider seeing or holding their 
baby and have not regretted their decision.
It may be helpful to seek guidance from you midwife and/ 
or obstetrician.
An alternative might be to ask for your baby to be photo
graphed. The pictures would be kept in your file, available 
for you a week, a month or even several years later.

(ND W H A T  A B O U T  TH E  FATHER?

One of the comments made by our male members in 
"CARE" was T felt so helpless during the termination'.
It is hard to advise how best you can help your wife/ 
partner at this time as, obviously, you know your wife/ 
partner better than we do, but here are a few points you 
may consider.
Most couples find it helpful to be together during the termi
nation. For the woman it is a stabilising influence to have 
someone who is so closely involved with the unborn baby 
with her during this confusing time.
She may feel too drowsy or tired to consider seeing the baby 
and the husband/partner may want to do this instead and 
if she wishes, discuss this with her later.
The man, too, may find it easier to understand his wife/ 
partner's feelings after the termination if he has been with 
her at the time.
If ever there was a time for mutual support - this is it.
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iELIGION
Even if you are not religious, you may find it helpful to talk 
with a member of the Clergy or a religious leader; the 
hospital Chaplain should be available.
If you wish to have a blessing or a small service for your 
baby, please consider this before (or during) the termina
tion so that special arrangements can be made.

bS T-M O R TE M

A detailed post-mortem examination is invaluable in pro
viding information about your baby's condition and is, in 
some cases, vital for informing you about the risk of abnor
mality in future pregnancies. At all times your baby will be 
treated with respect. Your obstetrician will be notified 
when the results are available and you will be able to 
discuss them during the six-week post-termination visit.

tlR IAL

There is no legal requirement for burial or official crema
tion if the pregnancy has not gone beyond 27 weeks and the 
death does not have to be registered.
After thorough examination, the baby is usually "cre
mated" in the hospital. No ashes will be available. If you 
feel strongly that your baby should have a funeral and a 
religious service, this may be arranged. There is no death 
grant available for this and no financial assistance can be 
given. Detailed information concerning funerals can be 
obtained from CARE.
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fOST-TERMINATION HOSPITAL CARE
You may be nursed in the postnatal, antenatal or gynaeco
logical ward; in the main area or in a side room. Do not be 
afraid to tell the staff if you are unhappy about your care. 
Some women prefer to be alone; others prefer to be amongs t 
other women. Depending on the accommodation avail
able, the midwives will be happy to consider your request. 
Unless there are special circumstances, the average hospi
tal stay is 2 to 3 days. Do not hesitate to ask questions and 
do ask for further information if you do not understand the 
answers. It may help if you write your questions down as 
you think of them.

tELINGS

The feelings after a termination are often compared with 
the grief which one feels after a bereavement. It starts with 
shock and numbness. The numbness can last for a very 
long time and some women are unable to show any emo
tions.

There may be feelings of anger, guilt and sadness; some
times it is helpful to talk about them or to write your 
feelings down on paper. Feelings are, however, very indi
vidual emotions and vary from person to person.

For many people, crying is more helpful than trying to 
control your emotions; it is almost always better, if you can, 
to express your feelings.
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g o in g  h o m e

Most mothers prefer to go home as soon as possible, but 
some will need to stay a bit longer for medical reasons. 
Before your discharge from hospital, it may be helpful to 
check up on a few points.
Have arrangements been made for your post-termination 
visit or will you be given an appointment by post?
Does your family doctor know about your termination? It 
would be helpful to tell the sister or midwife on duty if you 
would like a midwife or health visitor to visit you at home. 
The District nursing staff do not visit routinely after a 
termination for fetal abnormality, but this can easily be 
arranged.

J Ask about breast care and how long you can expect to have 
a discharge.

i Ask the staff to give you CARE Booklet 2, which deals with 
the post-termination period at home, or send a large stamped 

; addressed envelope to us so that we can send one to you.

1ARE (S E E K IN G  HELP)

However helpful and understanding your family and 
friends may be, you may wish to talk with other couples 
who have had similar experiences. CARE can introduce 
you to people who have volunteered to help in this way.
If you prefer it, support can be given by correspondence or 
telephone and CARE has a list of people in your own area. 
For further details, please contact either:
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Janice Moreland 
790 Crookston Road 
GLASGOW G35 7TT 
Tel: 041-882-6080

or Morag Wilson 
11 Balmanno Green 
Stenton, Glenrothes 
Fife, KY7 4TD 
Tel: 0592-775240

On request, you will receive a three monthly newsletter 
and have a vote in the decisions made in the Association.
If you feel that we have left out important information in 
this booklet, we would be very pleased to hear from you.
All information is free of charge, but if you feel you would 
like to make a contribution, this would be gratefully re
ceived.

'knowledgements and thanks for information and ideas from 
members of CARE, SATFA and the SANDS group.

M.C.A. White
Revised: November 1988
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YOUR OWN NOTES AND QUESTIONS
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iScottish Association for Care & Support 
'after Termination for Fetal Abnormality

COMING TO TERMS
CARE BOOKLET 2

Charity Reg. No. ED 588/87



This is the second of two booklets intended mainly to help 
arents who have had a termination for fetal abnormality. We 
ope, however, that it will be of use as well to all those who care 
t the parents; their relatives, friends and professional medical 
aff.

There is a lot of information, designed to answer some of 
te many questions which are to be faced. For this reason, the 
boklet is divided into sections so that there is no need to read 
lem all at once.

(This booklet is free to all parents who have just had a 
mination of pregnancy, but to cover printing costs, the Asso- 
ation must make a charge to any other interested parties)



lie sections are;
INTRODUCTION........................................................ 3

HOME...........................................................  3

YOUR BODY AFTER TERMINATION
OF PREGNANCY...............................................4

FEELINGS....................................................................4

CHILDREN..................................................................5

1 YOUR PARENTS......................................  6

TO FRIENDS AND RELATIVES................................. 6

CARE (SEEKING HELP)............................................. 7

GENETIC COUNSELLING  ............................8

RETURNING TO WORK............................................. 8

SEX.............................................................   9

PLANNING THE NEXT PREGNANCY..................... 9

PRE-CONCEPTION CLINICS................................... 10

PREGNANT AGAIN..................................................11

TFIE NEW BABY........................................................ 12

THE ASSOCIATION - CARE..................................... 13

FURTHER INFORMATION.......................................14

USEFUL ADDRESSES................................................16

GENETIC ADVISORY CENTRES IN SCOTLAND.... 17

YOUR OWN NOTES & QUESTIONS  ............18

CARE REGISTRATION FORM............................Insert

CARE DONATION FORM.................................. Insert
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OUR B O D Y  A FTER  T E R M IN A T IO N  OF  
R EG N A N C Y

Mothers who have had a termination after 18 weeks ges
tation often produce milk. This happens between two and 
five days after the termination. The feeling of the milk 
coming in varies from a mild discomfort to actual pain. 
The breasts may become hard, hot and sore. This can be a 
distressing experience. Drugs are sometimes prescribed, 
but the milk will, anyway, dry up after no more than one 
week. Try to resist the urge to express (or squeeze out) the 
milk as this will only produce more. To make yourself 
more comfortable, wear a tight-fitting bra by day and by 
night, and avoid excess fluid intake. Cold flannels on the 
breasts and showering the breasts with cold water may 
bring some relief while others find warm baths helpful 
and paracetamol is a useful pain-killer.
There will be some bleeding and discharge for a few 
weeks. If you feel very uncomfortable or the discharge 
becomes foul smelling or if you are bleeding heavily, it is 
very important that you contact your G.P. immediately.
Normal periods usually restart after 6 - 8  weeks, but 
sometimes take 3-4 months and may be irregular for some 
time.
If you have not received an appointment for a post
termination visit, get in touch with the hospital or your 
family doctor.

iELING S

As discussed in CARE Booklet 1, the feelings after a 
termination are often compared with the emotions after a 
bereavement. For some, the feeling of shock and numb
ness persist after coming home. Others feel anger, guilt
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and sadness. Feelings, however, are very individual and 
vary greatly from person to person. Some may wish to 
discuss the event all the time while others may feel with
drawn, isolated and unable to talk.
A sense of failure may be experienced by one or both 
partners. The man often feels that he is expected to be 
stronger and better able to cope, but if he pretends that 
nothing has happened and refuses to discuss the incident, 
this can isolate his partner. It is important that you both 
respect and understand each others feelings. If discussion 
is difficult you could involve a mutual friend or a profes
sional person. This is not a sign of failure.
For many people, crying is more helpful than trying to 
control their emotions. It is almost always better, if you 
can, to express your feelings. Some people come to terms 
with the termination much more quickly than others. In 
general, you cannot expect to get over the loss in a few days 
or weeks, even if well-meaning people make you believe 
that you should. It may be difficult to carry on as normal.
In the beginning, the baby may occupy your thoughts 
most of the time, but other aspects of your life will gradu
ally interest you again.
Time should slowly take the edge off your pain.
CARE will provide help and further information when 
required.

H IL D R E N

If you have other children, it will help them if you talk 
honestly about your experience and do not try to pretend 
that nothing has happened. Older children will need an 
explanation and further discussion.
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internal movement? Even couples who lose an advanced 
pregnancy often receive a strong message from society 
that their loss is not very important. Sad, but not really a 
tragedy.
Yet, it is at this time that the couple need support, comfort 
and understanding. They need to feel that others are 
sensitive to their anguish and share the feeling of loss. The 
expression "You can always have more children" is of no 
comfort at that time. They need to be able to discuss their 
feelings, which can include anger, guilt and a sense of 
failure. And they need to know that these feelings are 
normal parts of the grieving process.
They need someone who will listen to the same details 
again and again. Friends and relatives who listen and 
react with understanding, who console and care and who 
realise that the need for support may last for a long time, 
are the greatest help to couples who have made one of the 
most difficult and distressing decisions of their lives.

ARE (S E E K IN G  H ELP)

However helpful and understanding your family and 
friends may be, you may wish to talk with other couples 
who have had similar experiences. CARE can introduce 
you to people who have volunteered to help in this way. If 
you prefer it, support can be given by telephone. For 
further details, please contact:-
Janice Moreland or Morag Wilson
790 Crookstone Road 11 Balmanno Green
GLASGOW Stenton, GLENROTHES
G35 7TT Fife, KY7 4TF
Telephone 041-882-6080 Telephone 0592-775240
(Organiser &  Treasurer) (Secretary)

Page 7



or Margaretha White
Duncan Guthrie Institute of Medical Genetics
Yorkhill Hospital, Yorkhill
GLASGOW G3 8SJ
Telephone 041-339-8888 Ext 7175
(Co-organiser)

iEN ETIC  C O U N S E L L IN G

After termination for fetal abnormality, it is advisable that 
you receive genetic counselling. This will provide you 
with information about the condition of the fetus, the risk 
of the abnormality happening again and any test available 
to you during your next pregnancy.
Genetic counselling may be given by your obstetrician 
and/or following referral to a specialised clinic. If no-one 
mentions counselling to you, and you would like to visit 
the specialised clinic, then you should ask your obstetri
cian or G.P. to refer you to a clinic.
In a Genetics Clinic you will be seen by a person with a 
medical background and specialised training in genetics. 
They will look into your medical and family history. There 
will be plenty of time for you to discuss all your relevant 
problems, worries and doubts with the counsellor.
A list of Scottish Genetic Advisory Centres is included at 
the end of this booklet.

E T U R N IN G  T O  W O R K

There is no entitlement to maternity allowance/benefit or 
maternity leave for a pregnancy terminated before 28 
weeks. You may (and should) take some sick leave. If you 
have received an Exemption Certificate, you must return
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this to the Department of Health and Social Security 
explaining the change in circumstances.
How much time is spent at home varies from person to 
person. Some want to get back to a normal routine as soon 
as possible, others will need a little longer to collect them
selves and face working conditions.
If it was well known that you were pregnant, broaching 
the news of your loss might be a painful experience. It may 
help you to ask a friend at work to prepare your colleagues 
for your return.

iEX

For a while you may not feel like making love. This is quite 
normal. However, the time will come when both of you are 
ready to restart a sexual relationship.
Friction occurs when one partner needs to demonstrate or 
regain closeness by making love and the other cannot 
separate lovemaking from the memory of the previous 
pregnancy. If you disagree strongly about this and feel 
that your relationship is under pressure, then you should 
consult your GP or family planning clinic.
They may refer you for specialised counselling.

T A N N IN G  TH E  N E X T  P R E G N A N C Y

Although, just after the termination, you may feel that you 
would not like another pregnancy, your opinions are 
likely to change as your emotions and your body return to 
normal. Friends and colleagues will have various ideas 
about the wisdom of another pregnancy, but you and your 
husband are the only ones who can decide when you can 
cope with the strain and excitement imposed by the new
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conception. It is advisable to use some form of contracep
tion for at least three months to allow normal periods to 
restart. In some cases, tests will have been carried out on 
other members of your family and it is wise in these 
circumstances, to await the results of these tests before 
contemplating another pregnancy.
It is quite natural for you to wonder if there is a link 
between what you did, or did not do during your preg
nancy, and the abnormality. In practically all cases, there 
is no connection.
It is often forgotten that the time immediately before 
becoming pregnant is as important as during pregnancy. 
For your own peace of mind you may like to provide the 
new baby with the best possible start. Perhaps you should 
ask yourself whether you are both taking a good and 
varied food intake or are smoking or drinking too much? 
In case of illness, you should mention to your family 
doctor that you are planning another pregnancy so that he 
or she can prescribe medicine which would not be harmful 
to the developing fetus.

R E -C O N C E P TIO N  C L IN IC

Some hospitals now hold regular pre-conception clinics 
which you can attend by referral from your own doctor or 
by just making an appointment yourself. These clinics not 
only give you a further opportunity to discuss your recent 
pregnancy, but also allow you to prepare yourself for the 
next one. Diet, smoking and drinking patterns will be 
advised upon. You will be given information on the 
availability and timing of tests to make sure that your next 
baby is normal and doing well. Any need for further 
specialist advice will be discussed.
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1ST OF PRE-CONCEPTION CLINICS

Dr E SUTHERLAND 0224 - 681818
Aberdeen Maternity Hospital Ext. 52072
ABERDEEN AB9 2ZA

Dr I GREER /  Dr F JOHNSTONE 
Edinburgh Royal Infirmary 
EDINBURGH

Dr J WALKER 041 - 552 - 3400
Glasgow Royal Maternity Hospital Ext. 236
Rottenrow, GLASGOW G4

Dr M WHITTLE 041 - 339 - 8888
The Queen Mother's Hospital Ext. 301
GLASGOW G3 8SJ

R E G N A N T A G A IN

As soon as you suspect that you are pregnant, go and see 
your family doctor. This will enable him or her to confirm 
the pregnancy and arrange for you to have the tests appro
priate to your medical history. In some cases, pre-natal 
diagnosis may be offered as early as 8 to 10 weeks into your 
pregnancy, so it is very important to see your doctor in 
good time.
People will tell you, "Try not to worry", but that can be 
easier said than done. It can be hard to let events run their 
course and to wait for the results of tests, but there are 
some things you can do. Talking to another mother in 
CARE may help. Practising relaxation on a regular basis

031-229-2477 
Ext. 2266
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[HE ASSOCIATION - CARE
The Scottish Association for CARE and Support after 
Termination for Fetal Abnormality:
CARE was started to offer support and help to parents 
who have been told that their unborn baby has a severe 
abnormality or serious genetic disease.
It is run on a voluntary basis, by parents for parents. All 
members have experienced a termination for fetal abnor
mality - professionals and other interested parties are 
welcomed as associate members.

The aims are:-
To provide a link' service between parents where this is 
requested.
To produce written information about termination, the 
post-termination care and support, fetal abnormality 
and pre-natal diagnosis.
To support research into ways for improving the serv
ices provided within the N.H.S.
To raise funds in order to contribute towards research 
into the causes of the fetal disorders which lead to 
termination of pregnancy. A separate account for this 
purpose has been set up and is called The Daisy Fund'.
To educate all medical staff, who are in daily contact 
with parents facing a termination, of the needs of these 
parents.
To represent our members at meetings and conferences 
where their interests are likely to be discussed.

Members will receive a regular newsletter and have the 
right to vote when financial and other decisions are made.
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Membership is free and a registration form is included at 
the end of this booklet.
Contributions, donations or fund-raising offers are all 
very welcome!!
Cheques can be made payable to CARE and should be 
forwarded to:

The Treasurer 
CARE
790 Crookston Road 
GLASGOW G35 7TT 

CARE's Charity Registration Number is ED 588/87

LC.A. White Revised: November 1988

icknowledgements and thanks for information and ideas from members of 
CARE, SATFA and the SANDS group.

U R TH E R  IN F O R M A T IO N

If you would like more detailed information about any of 
the topics discussed, the following books and leaflets are 
available via your local library, CARE or other Associa
tions.

TITLE AUTHOR; PUBLISHER
RELEVANT PORTION 

Pregnancy Gordon Bourne; Pan
Chapter 36 The Abortion Act of 1967 
and Chapter 44 The abnormal baby.

When Pregnancy Fails Susan Borg & Judith Lasker Routledge;
Kegan & Paul. Chapter 3 Prenatal 
Diagnosis and Unwanted Abortion.
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Preconception Care, Stillbirth and Neonatal Death Socy.
Preparing for your Next Baby, Argyle House
Neural Tube Defects 29 - 31 Euston Road 

LONDON NW1 2SD

Stress and Relaxation Jane Madders, Martin 
Dunitz -1979 
Price: £3.95

Eating for Health Christopher Robins 
Granada Publishing 
1985 - Price: £4.95

Systematic Relaxation Pack Write to Systematic Relaxation at 
Telford Road,
Bicester,
Oxon 0X6 OTS - Price: £9.95

Wellwoman Scottish Health Education Group, 
Woodbum House, Canaan Lane, 
Edinburgh EH10 4SG.
(no charge)

Health Choices 
(Book and Audio Tape 

on Relaxation)

Scottish Health Education Group, 
c/o CARE,
11 Balmanno Green,
Stenton,
Glenrothes KY74TD.
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JSEFUL ADDRESSES

Foresight Association 
The Old Vicarage 
Church Lane
Godalming, Surrey GU8 5PN Tel: 042879 4500

his Association has a wide range of booklets on pre-conception care, 
e.g. Guidelines for Future Pregnancies Price £2.00 plus S. A.E.

ASH (Action on Smoking and Health)
6 Castle Street

his group gives information on the hazards of smoking and advice on 
how to give up smoking.

Relaxation for Living 
29 Burwood Park Road 
Walton-on-Thames

Edinburgh Tel: 031 - 225 - 4725

Surrey Tel: 0932 227826
his group supplies relaxation tapes and cassettes.

Family Planning Association 
4 Clifton Street 
Glasgow G3 Tel; 041-333 - 9696
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JENETIC ADVISORY CENTRES IN SCOTLAND

Dr A W Johnston 
Department of Genetics
University of Aberdeen Medical School, Foresterhill, 
ABERDEEN AB9 2ZD Telephone: 0224-681818, Extension 2120

Cytogenetics Laboratory
Department of Pathology
Ninewells Hospital and Medical School
DUNDEE DD1 9SY Telephone: 0382-60111, Ext. 2680

Dr A Raeburn
University Department of Human Genetics 
Western General Hospital 
Crewe Road,
EDINBURGH EH4 2XU Telephone: 031 - 332 - 2525, Ext. 4534

Peripheral Clinics (contact the above department) at 
Dunfermline and Kirkcaldy

Professor J M Connor 
West of Scotland Regional Genetic Service 
Duncan Guthrie Institute of Medical Genetics 
Yorkhill Hospitals
GLASGOW G3 8SJ Telephone: 041 - 339 - 8888, Ext. 7117

Peripheral Clinics (contact the above department) at 
Alexandria, Bellshill, Dumfries, Falkirk, Greenock, Irvine, 
Paisley, Stirling and Stranraer

The Paediatric Unit 
Raigmore General Hospital
INVERNESS Telephone: 0463 - 234151
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OUR OWN NOTES AND QUESTIONS
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DONATION TO "CARE"

To: Mrs Janice Moreland
Treasurer 
CARE
790 Crookston Road 
Glasgow G35 7TT

From:

The Scottish Association for Care and Support 
After Termination for Fetal Abnormality.



find enclosed a small donation to help "CARE" in its 
hroughout Scotland.

Amount: £

d like my donation to go towards the everyday work of 
,i.e. the printing of booklets, leaflets and the quarterly 
>tter, postage, etc.

Please tick here □

Id like my donation to go towards research into the 
of fetal abnormality.

Please tick here □

d like my donation divided equally between the two 
mentioned accounts.

Please tick here □

require a receipt /  I shall not require a receipt.
Please delete as appropriate

^E's account is with the Bank of Scotland, Glasgow

tE's Research account is with the Gateway Building 
Society under the name of 'The Daisy Fund".



If  you would like further information 
about CARE and a copy of our booklet and 
latestNewsletter, please send a large stamped 
addressed envelope to the Secretary at 11 
Balmanno Green, Stenton, Glenrothes, Fife 
KY7 4TD or telephone Glenrothes (0592) 
775240.

As with any self-help group, funds are 
badly needed and if you think that you could 
help, in any way, donations made payable to 
CARE can be forwarded to The Treasurer at

X

790 Cl ORGANISER & 
TREASURER 

Mrs Janice Moreland 
'32 Linkwood Place 

Lawthorn 
Irvine, Ayrshire 

Tel : 0294 218839

G53 7TT.

We would like to extend our sincere thanks to: 

Boehringer Corporation (London) Ltd., 

for their Sponsorship of this leaflet.

O R G A N ISE R  &  TREASURER  
Mrs Janice Moreland 
790 Crookston Road 
GLASGOW, G53 7TT 
Telephone: 041 882 6080

or

A S S O C IA T IO N  SECRETARY
Mrs Morag A  Wilson 
11 Balmanno Green 
Stenton
GLENROTHES, Fife, KY7 4TD  
Telephone: 0592 775240

or

CHAIRPERSO N
Mrs Eileen Mackenzie 
48 Duncan Avenue 
Scotstown 
GLASGOW G14 
Telephone: 041 954 4442

or

CO-ORGANISER &  ADVISER O N  
M ED IC A L M ATTERS
Mrs Margaretha White
Duncan Guthrie Institute of Medical
Genetics
Yorkhill Hospital
Yorkhill
GLASGOW
Telephone: 041 339 8888, Ext. 4365

T H E  SCOTTISH ASSOCIATION FOR 

CARE AND SUPPORT 

AFTER 

DIAGNOSIS OF FETAL 

ABNORMALITY

tS tS RS *SS

C harity  Registration No. ED588/87



WHAT IS CARE?

CARE is a Scottish Association whose 
full title is: "The Scottish Association for 
CARE and Support after Diagnosis of Fetal 
Abnormality".

W HO WILL BENEFIT FROM 
CARE?

CARE has been set up to offer support 
and help to parents during the time of pre
natal diagnosis, i.e. scanning, waiting for 
results of amniocentesis and other tests which 
m ay lead to the discovery of an abnormality 
or genetic disease.

These couples are faced w ith the possi
b ility  of term inating the pregnancy of a baby 
that is both loved and wanted. This is a 
distressing and confusing experience.

Before CARE was started, no Scottish 
organisation concentrated on the special 
problems associated w ith  this decision.

HOW IS CARE ORGANISED?

CARE is run on a voluntary basis, by 
parents for parents. Every member of CARE 
has faced a similar situation and has had to 
decide whether to continue w ith the preg
nancy or to have a termination because of 
the severity of the abnormality or disease. 
The organisers, when required, draw on 
guidance, support and advice from the De
partm ent of M edical Genetics at Yorkhill 
Hospital, Glasgow and other trained profes
sionals.^ ^

W h iii  ARE THE AIMS OF CARE?

1 To organise a 'link' service between parents 
faced w ith the knowledge that their unborn 
baby has a serious abnormality or genetic 
disorder.

For parents who request this service, vol
unteers who have been in a similar situ
ation w ill listen, support and help couples 
through this difficult and distressing pe
riod in  their lives. The volunteers will, in no 
way, influence the parents in making their 
decision but w ill help those couples who 
decide to continue w ith  the pregnancy by 
putting them in touch w ith the appropriate 
support group for them and their baby. For 
those couples who decide to have the preg
nancy terminated, the parents will know 
that CARE can refer them to other couples 
who have, themselves, been in a similar 
position.

2 To produce literature:

(a) For the parents themselves; because, at 
present, written information about the 
options open to parents at this time, is not 
readily available.

(b) For the families and friends of the 
parents; to make them more aware of the 
problems and anxieties which the parents 
face and howbest to help them through this 

trying time.

______________________________________ - J

(   1
(c) For hospital staff, the Primary Care 
team and others; to raise their awareness 
of the very special needs of parents prior 
to and after the decision has been made.

3 To raise funds for the day to day ex
penses of CARE and to finance the pro
duction and distribution of literature.

4 To produce a regular Newsletter, which 
w ill be available to anyone on request.

5 To raise money to contribute towards 
research into the disorders which may 
lead to fetal abnormality and genetic dis
eases.

Although termination for fetal abnormality 
is still relatively uncommon, improved pre
natal diagnostic techniques are increasing 
the numbers of parents who are told that 
their unborn baby has a severe abnormality 
or serious genetic disease and this means 
that the demand for the services which CARE 
provides w ill, inevitably, increase.



If you would like further information 
about CARE and a copy of our booklet and 
Newsletter, please send a large stamped 
addressed envelope to either of the addresses 

shown overleaf.

We would also like women who have 
had a termination to contact us, not only for 
information, but to assist us at a later stage.

As with any new Association, funds are 
badly needed and if you would like to help, 
dona tions made payable to CARE can be for
warded, likewise, to any of the addresses 
shown on this leaflet.

ORGANISER
Mrs Janice Moreland 
790 Crookson Road 
GLASGOW, G35 7TT 
Telephone: 041 882 6080

or

A S S O C IA TIO N  SECRETARY  
Mrs Morag A  Wilson 
11 Balmanno Green 

Stenton
GLENROTHES, Fife, KY7 4TD  
Telephone: 0592 775240

or

CO-ORGANISER
Mrs Margaretha White
Duncan Guthrie Institute of Medical

Genetics
Yorkhill Hospital
Yorkhill
GLASGOW
T e le p h o n e : 041 339 8888, Ext. 7175

THE SCOTTISH ASSOCIATION FOR 

CARE AND SUPPORT 

AFTER 

TERMINATION FOR FETAL 

ABNORMALITY

C harity  Registration No. ED588/87
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WHAT IS CARE?

CARE is a new Association in Scotland, 
its full title is: 'T h e  Scottish Association for 
CARE and Support after Termination for 

Fetal Abnormality".

WHO WILL BENEFIT FROM  
CARE?

CARE has been set up to offer support 
and help to parents who have been told that 
their unborn baby has a severe abnormality 

or serious genetic disease.

These couples are faced w ith the possi
bility of terminating the pregnancy of a baby 
that is both loved and wanted. This is a 
distressing and confusing experience.

Before CARE was started, no Scottish 
organisation concentrated on the special 
problems associated w ith this decision.

HOW IS CARE ORGANISED?

CARE is run on a voluntary basis, by 
parents for parents. They all share the expe
rience of a termination for fetal abnormality. 
The organisers, when required, draw on 
professional guidance, support and advice 
from the Department of Medical Genetics at 
Yorkhill Hospital, Glasgow.

WHAT ARE THE AIMS OF CARE?

1 To organise a 'link' service between par
ents who have experienced a termination 
for fetal abnormality. For parents who 
request this, volunteers who have been in 
a similar situation w ill listen, support and 
help couples through this difficult and 
distressing period in their lives.

2 To produce literature:

(a) for the parents themselves; because, 
at present, written information about ter
mination for fetal abnormality is not read
ily available.

(b) for the families and friends of the 
parents; to make them more aware of the 
problems and anxieties which the bereaved 
parents have and how best to help them 
through this trying time.

(c) for hospital staff, the Primary Care 
team and others; to make them aware of 
the very special needs of parents before, 
during and after the termination.

3 To raise funds for the day to day ex
penses of CARE and to finance the pro
duction and distribution of literature.

4 To produce a regular Newsletter, which 
w ill be available to anyone on request.

5 In  the future, CARE w ill raise money to 
contribute towards research into the dis
orders which lead to a termination of 
pregnancy.

Termination for fetal abnormality is still rela
tively uncommon, but improved pre-natal 
diagnostic techniques are increasing the num
bers of parents who are told that their un
born baby has a severe abnormality or seri
ous genetic disease.

This means that the demand for the services 
which CARE provides w ill increase.
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