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The Editor: Gavin Holmes, and family

Abbreviations

The following abbreviations are used throughout the text and the meanings
below relate solely to their use in this booklet:

TS
TSSS

Turner syndrome
Turner Syndrome Support Society (UK)

Are there health issues we should be aware of?
Yes possibly.

It is important to stress that not every woman with TS will have health
problems in all the areas that have been mentioned but forewarned is
forearmed. As highlighted elsewhere it is important for all women with TS to
be encouraged to have regular health checks. If your partner attends an Adult
TS Clinic (described below) she should be receiving the health
checks/monitoring she needs.

Adult TS Clinic health checks

The first Clinic visit could possibly include an up-to-date karyotype test,
(modern technology enables more precise testing). Renal and pelvic
ultrasound and thyroid autoantibody testing plus a physical examination,
height and weight measurement to calculate body mass index (BMI); blood
pressure check; cardiovascular assessment etc. and almost certainly thyroid
function, lipid analysis, blood sugar (glucose) levels, liver and renal function.
Most of these should be repeated annually. An echocardiograph (heart), bone
density scan (DEXA) and audiogram (hearing test) should be repeated every
3-5 years.

Some problems which are known to be particularly common in TS are
preventable if simple health checks, as above, are undertaken; prevention
always being better than cure.

You should strenuously encourage your partner, with her GP’s blessing/referral
to regularly attend an Adult Turner Clinic if at all possible — distance should
not be seen as an obstacle as the benefits of regular health monitoring (see
page 7 for health matters) cannot be over emphasised.

Diabetes can be a risk for those with TS and may exist for many years before
it becomes obvious. As with the general population there is more risk if you
are overweight and have a diet high in sugar.

It would also appear that there is an increased incidence of both inflammatory
bowel disease and coeliac disease in girls and women with TS. The reasons
for this are unclear and research continues in this area. Any woman with TS
who has unexplained diarrhoea or rectal bleeding should be referred to a
Gastroenterologist to rule out a diagnosis of ulcerative colitis, Crohn’s disease
or coeliac disease.

Partner quote: “The best +hin5_§ come in small parcels’

Note:- The Editor would welcome, via the TSSS Office (see details on page 18),
any comments along with suggestions for items which anyone feels may be
required to be added to the booklet in future editions.

17



[t was a big_ decigion, cg{x’,dalfv} for Liga, but we agrccd that we
covld not put ourelves ﬂqrovgh all that pain ag,ain.

Earh'] in 2000 we contacted
owr local Social Services and,
after what ¢eemed like an
eternity of interviews,
mccﬁngs and courges, we were
aoocpi’ool as aoloFﬁ\/c Farcrd’é.
The adoption process is not an
cagy one bit I 2002 we
became the FVovd PaVcMLC of a
grand little  4-month—old boy,
now 3'/2 years old.

E\/cw] Vclaﬁonghip comes with i1 onwn 5355356 Turner gvlnolromc g J'vg’r
part of ows. | heard it Gid by a woman with TS at 2003
conference that the Par’f’norg of women with TS are §Fcoia! Fcop!c.
[t's not hrve — were J'vd orolinaw’ BWS who were luol@, onov5ln fo
fall in love with gomeone QFcc/ial. Well | did anv)wab)! |

Ed’s note: Lisa and Les’s story, above, is fairly typical of the experiences of
other TSSS members who have been down the IVF and then adoption route.
A point to bear in mind is that the Adoption Agency’s will require a couple
who have been through the treadmill that is IVF to have had a reasonable
“grieving” period before commencing with adoption.
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First edition August 2001

Second edition (updated with additional material) September 2005

The 2nd edition of this booklet has seen it move towards a more stand-alone
form but it is still provided only as a guide and is by no means definitive. It
remains intended for general information and as an introductory guide for
couples who have reached the point in their relationship at which they are
looking to make a commitment to each other and where the male partner has
just learnt of their female partner’s Turner syndrome (TS). More comprehensive
information specifically about Turner syndrome can be obtained by reading
“Turner Syndrome - lifelong guidance & support” available from the TSSS.
With your partner’s permission her GP or Specialist should be consulted if you
have more specific questions.

This booklet has been written in the form of short paragraphs to enable you
to put it down and then return to it subsequently when you feel ready. It has
been edited by Gavin Holmes, who has been married to a woman with TS
since December 1994, in conjunction with Lynne Morris and in collaboration
with other couples, all members of the Turner Syndrome Support Society
(TSSS). Since the first edition Ruth and Gavin have become the proud but over
worked parents of a sibling group of three delightful adopted children.

The TSSS would like to thank Dr Gerard Conway and Miss Melanie Davies from
the Middlesex Hospital, London, and Mr Keith Masters for their helpful
guidance during the initial writing of this booklet and the above along with,
Professor Anne Garden, for their advice in its subsequent updating.

Partner quote: ‘| didn't know whether to fav5h or cry, but now we
are laughing. +05_c’rhcr."



Partner quote: ‘Thc covrage it must have taken tfo tell me of her TS
ctill amazes me”

Disclosure

The fact that you are reading this means that your partner will already have
made an extremely courageous and potentially life changing decision. She will
almost certainly have thought long and hard, and undoubtedly put herself
through a great deal of heartache and soul searching before deciding to tell
you that she has Turner syndrome. You may not even have noticed that she
is different, which is a good thing, and she is certainly not going to change
from the woman you know now to someone else as a result of your reading
this booklet. The aim of the booklet is to give you an understanding of and
background for sharing your life with someone who has TS. We hope that you
will find it useful in trying to understand what makes her tick and are able to
discuss the syndrome with your partner, especially how she feels about having
TS and coping with it on a daily basis.

What is Turner syndrome?

It is a genetic abnormality affecting the X chromosome of approximately 1 in
2,000 live female births. The feature common to almost all women with TS is
premature ovarian failure resulting in infertility; reduced stature is also quite
frequent. Beyond this there are a general range of characteristics some of
which your partner may exhibit, to a greater or lesser extent.

There is no typical woman with TS; just as with women without TS they are
unique individuals.

Can Turner syndrome be prevented?

No, not at present but as with any medical condition research is ongoing.

What about life expectancy?

Some women with TS may have more health problems than others, which can
affect life expectancy, but again the general population can suffer similarly. The
medical specialists believe that the use of HRT can be of long-term benefit.
Like you, your partner should be encouraged to maintain a healthy diet and
take regular exercise. Reports suggest, however, heart disease is more
common in women with TS but with modern treatments life expectancy is
probably much as that of the general population (see page 17 for health issue
details).

Partner quote: ‘It i¢ what i theve that counts — not what i¢ miééing_“

me down and told me that che had Turner ndvome. and that che
covld not have children. | don't remember my exact response fo thig
news. | onlv’ knew that | loved her and no’rhing_ covld ohangf/ that. |
would Qﬁq with her 'Hf\Vov5_h anvl’rhiné‘

[ decided to find ovt more abovt Turner Syndlrome but the local librarq
on{v’ came wp with a contact nmber. However, ViVlg—;Vlg_ thi¢ number Fu+
me in touch with the Svp or’r 5roup and this was a 5{03% hcf Thcv’
swpplied me with a lot of mformahon on TS by post, on the r/onohﬁon
that | fold Lica that | had contacted them. When thi¢ information
arrived it made infcrcéﬁng_ Vcaoling_ but it onf!«] told half the story. It
wasn't wtil we went to ouwr first convention in 1993 and talked to
other women with TS and their partners that chrq%hing— fell into place.

Lica and | moved in 1’0591’!4@1( in 1994 and | was amazed at how
eagy it was to ¢ettle info a new way of life. Natwally the szcg'h'on
of mawiagp came up and we et a date in September 1995, It wag
a very QPcoial olav}f Since the olav] Lica told me about Turner §v]wolromc
we had discvgsed the Poggibifh‘q of IVF and after the vvcdoling_ we
sharted to tale Qoriovdb) about it We were lvokb) that in ow area we
could 5_c’r treatment on the NHS and PVTL ouwr names on the waitin
ligt for fvnding_ We waited and waited! I+ took about a year but 1Lha1

eed 1o 5j\/c v¢ three a’HcmPK. Then we were F\H' on the Waiﬁng_
lict for a guitable gz donor and waited and waited again_'

Finally, between Christmas and New Year in 1998 we got a call fo
S we were fop of the lit. We both had a mmber of tests done
and in April 1999 the big day arvived. | wag at Lica¢ Gide when
she had three embryos implanted. From the very firet day Lica felt
Plfcgnavﬁr but anlh/] by the end of the week she ¢tarted to bleed and
we were devastated when che lost all three embryos. It fook v$ a
fong_ tfime to 5(/r over thig blow. Six months later we went to a
convention in Cox/anrV and for the first time talked oFchfv} to a few
friends who knew vvhm" we had been ﬂvough It was there that
we decided not 1o hf»’ VF agam

15



The TSSS publishes four newsletters a year covering issues relating to TS,
often including articles written by members themselves, parents or partners.
The Society also has a Couples Contact Network enabling couples to make
contact at times of need or just swap notes by telephone. There are also some
local groups around the country, which hold social and fundraising events.

Les and Lisa’s IVF and adoption story

['met Lica at work early in 1992. She wa¢ a guiet person and
a!ﬁaovgh we cxohanggol pleasantries | didn't fake much notice of her
wtil, a few months later, at a fundraising. event at a local clib. The
drinks floved {Vccfv] and at the cVonings end a crond of vg went
to a local Fizza Farfovr for comething. to eat. One by one PcoP!c set
off for home and evenhally we were the lact left and, bcing_ a

ntleman, | gv%gdcd c§oorﬁn5_ her home. To my urprice, she Said
ves. We talkked for hours about o\/cw]%ing_ — home, the job, life in
5_cncraf. it wag eagy. | had never opened wp like that before and very
soon she knew all theve wa¢ to know abovt me. | can remember
Wa{king_ home ﬁf\inkil’lg ‘She's the one for me'.

I the next cowple of weeks we went ovt for a drink, then a meal
the cinema, and a ghoPPing. trip. We enjoyed each other’s company and
[ @/l&k}b’ fell in love. The b%@d Froblcm we had 1o endwe came
from Lica's parents. For ¢ome reason that | did not understand Hqcb’
didn't like me and scemed wnable fo see past the fact that | wag
13 years Lisas senior, thic may seem like a big age gap but it hag
never been an i<¢ue in ouwr VclaﬁonéhiF_ When Liga went on hoﬁolab] with
her <ister | took. the oPFovani'h/] fo 50 and see her Mum and Dad.
Si’rﬁng‘ vownd the kitchen fable | tried 1o tell them how much | loved
their olav5h+cr and | think | fina”v) 5Q+ +hrov5h to them.

/\/\v] firet imk!ing_ that there wag éomdhing_ that Lica wag not Jrc”ing_

me came one day while walking. on the beach. Wed been Jrog:’rhor
a oovF!o of weeks at that time and ¢he asked how | ¢aw m futvre.
[ tfold her | ¢aw a nice hovse, a 5@001 Jeb and a cowple of kids. Liga
went very [Lvim" and into what | now know ag one of her lks. |
covldn't work. ovt what | had done. Fma”v} <ix weeks later Lica ¢at
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Health matters

Most women with TS live long, happy and healthy lives and develop no
unusual health problems as they grow older. There are some issues, however,
that are more common for women with TS and simple health screening
measures should prevent these from becoming problems. An underactive
thyroid gland and high blood pressure, for instance, are more common in
women with TS than average making it advisable for them to have a yearly
blood test for thyroid function and have their blood pressure checked.

In most women with TS the ovaries do not contain any eggs and do not make
oestrogen. Because of this women with TS can rarely become pregnant by
using their own eggs and will need to take oestrogen for most of their lives.
The lack of oestrogen affects each woman differently and there are many
different products available so that with experimentation, the best one for
each individual can be found.

Perhaps the most important health issue concerns the heart and aorta. There
is a rare but possibly serious stretching of the aorta that can cause weakness
and rupture. All women with TS should have an echocardiogram of the heart
every 3-5 years to check for this risk.

Although your partner will be under the care of a GP it is unlikely the GP will
have the specialist knowledge required for the overall care of a woman with TS.
Ideally women with Turner syndrome should be under the care of a Specialist
TS Clinic with a multi-disciplinary team equipped to manage the specific
medical problems associated with the syndrome (see page 17 for details). A list
of health checks is available from the TSSS office or can be downloaded from
the website.

What medical treatment is available?

Women with TS are, where possible, encouraged to attend an Adult TS Clinic (see
page 17) annually to regularly monitor their health and help maintain a generally
healthy well being. The TSSS Office can provide the location of your nearest Clinic
(see contacts page 18). An amenable, understanding GP is also extremely helpful.

Medical opinion suggests that women with TS benefit from replacement of the
hormone oestrogen and progesterone, which are normally produced by the
ovaries. This keeps the uterus healthy, assists in the prevention of heart
disease and helps combat brittle bones (Osteoporosis®).

*Osteoporosis is more common in TS because of lack of oestrogen and is
mostly preventable by taking an oestrogen replacement. All women with TS
who don’t have periods should take HRT which is available in many different
forms. Experimenting with the type of HRT may be necessary before finding
the one that suits an individual. As well as taking HRT, weight bearing exercise
and a good calcium diet will help.



Can women with Turner syndrome have a sexual relationship?
Yes!

A woman with TS is physically completely female. Although most women with
TS do not need to observe birth control from a purely practical standpoint, as
with the rest of society, it is sensible to take precautions to avoid sexually
transmitted diseases. The use of HRT has the additional benefit in that it
allows more comfortable intercourse by increasing vaginal lubrication. (For
some women additional water soluble lubricant jelly may also be required to
prevent discomfort). Experimentation with various positions for intercourse
may be necessary to achieve comfort for both partners and is part of the
process of consolidating an ongoing relationship.

Will we be able to have children?
Yes!

The fact is that as many as 10% of couples in the general population are
infertile due to other conditions or for a variety of other reasons. In women with
TS, however, it is unfortunately extremely unlikely that pregnancy will be
achieved via traditionally practiced natural methods. The TSSS is aware of a
very few natural pregnancies (i.e. not IVF assisted) occurring in the UK and
elsewhere to women with TS but these are extremely rare! Pregnancies are
only probable in those having spontaneous menstrual cycles and are
exceedingly rare if the cycle is not intact. Additionally you should be aware that
if you do decide to proceed towards the desired state of parenthood it will not
be achieved without a great deal of commitment, effort, expense, distress, pain,
patience and persistence from you both. The other thing to consider is that
once you have got children there is the possible eventuality that you might just
be presented with grandchildren who can be an added joy!

Do we actually want to have children?

This is something only the two of you can and should decide and will entail
considerable discussion and soul-searching, possibly over an extended period.
External peer/parental and family pressure should be ignored if at all possible.
Indeed many fertile couples choose not to have children for one reason or
another so if this is the decision you jointly come to as long as you are
completely comfortable with it then any external pressure or comments can
and should be ignored. Some women with TS are vulnerable and could be
pressurised into undergoing IVF/Adoption against their better judgement just
to please when personally it may not actually be what they want to do.

Partner quote: ‘We found how to love cach other for what we are’

7. They may exhibit an inability to see alternative points of view to their own.
This is not because they do not want to but that they did not anticipate
there could be a different one. Listening, hearing and understanding what
is said is as important as talking. Great patience and tact may be necessary
to gain their understanding of another view.

8. Mood swings are common with HRT. Often women will not be aware that
the HRT cycle causes mood changes so this is an important area for open
discussion. By experimentation with the many types of HRT it should be
possible to find one with few side effects.

A woman with TS cannot change how she was born however she can be
encouraged to develop skills to help overcome some of the above. Inevitably
“Turner” traits are discussed at TSSS Conferences most years.

What benefits does Turner Syndrome Support Society
membership give?

The TSSS holds an Annual Conference, giving updates on Clinics, research and
treatment management along with workshops on areas of special interest for
example adoption, driving instruction, hearing, IVF, psychological issues or
sexuality. You should be aware that your partner may find these intensive
sessions stressful and could become emotional at some point. Despite this
they appreciate attending and you should continue to maintain your
encouragement.

Additionally attending conference allows social interaction; meeting and
chatting are good therapy and talking is something most women warm to.
Swapping notes with other women with TS reinforces that they are not alone
in their troubles and can also produce solutions in areas they are having
difficulties overcoming.

To this point the booklet may seem to have been just about women with TS
but a relationship has to be a two-way thing and to make it work needs a
Couple. We men have the benefit of the TSSS being the only Turner Society
world wide, that includes men in its Conference sessions which also just
happen to be enjoyable social occasions. Conferences are also a great way of
making long term friendships and exchanging experiences of living day to day
with TS.

The Society also holds a series of Open Days throughout the country (between
three and four a year), quite often with a specific theme suggested by
members locally. The main purposes of these, however, is to provide
opportunities for members to get together socially, exchange ideas, and
discuss all aspects of living with TS day to day.

Partner quote: ‘| wa¢ attvacted by what you are — ot what you are not.”
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Endeavour to encourage her to attend local group social events and if
appropriate participate yourself. Meeting up with a group of like-minded
people can be most enjoyable and rewarding.

Can assistance be gained from other sources?
Yes

Some women with TS, in particular those who have had a late diagnosis of TS
may benefit from counselling.

Are there typical “Turner” traits?

Possibly! The following list give traits that may be emphasised in some women
with TS but not all.

Ed’s note: At the risk of seeming a wanton male chauvinist | am led to believe
that many of the following traits are not solely restricted to women with TS
but I’'m led to believe may apply to the male species also:-

1. A lack of self-confidence stemming in part at least from delayed puberty
and reduced stature, which, during the sensitive teenage years, may have
given rise to feelings of difference from their peers. They may also feel a
sense of feminine incompleteness owing to their infertility. This lack of self-
confidence can result in a sense of insecurity leading, in some women, to
compulsive/irrational behaviour.

2. Conversely to 1. above they may instead be strong willed if their parents
have encouraged them to be independent.

3. Low self image/self-esteem. This can be laid at the door of their short
stature, which serves to accentuate any gains in weight, which they may
undergo. Low self esteem and lack of assertiveness can make women with
TS particularly vulnerable in the workplace, especially where there is
sexism and bullying involved.

4. Spatial awareness problems:- a lack of hand-eye co-ordination can make
ball sports more difficult and also lead to problems with driving (a lack of
confidence in judging distances). They may give the appearance of being
accident prone and/or clumsy; this is just the way they are!

5. Underdeveloped social skills and difficulty in reading facial expressions/
misreading body language. This can lead to misunderstandings in social
situations.

6. Inflexibility in coping with changes of plan in a daily routine, arising from
a fear of the unknown, can lead to confusion or panic and refusal to do
anything different.

12

The TSSS is aware of couples within the Society who have consciously decided
not to have children and are comfortable with their choice and getting on with
living their lives so please bear with us, or indeed skip the following section
if having children is not your choice. Be aware, and this does not necessarily
depend on what your decision relating to having children is, that external
events such as a sister or friend becoming pregnant or someone you know
having a baby, for example, can serve to be painful reminders to your partner
of her sense of feminine incompleteness; Mothering Sunday, for example,
could have the same effect.

What options are available to a couple wishing to have children?

Broadly speaking there are three routes to achieve this. These being:
Adoption, Fostering and Invitro-fertilisation (IVF). Adoption is regarded by the
majority of the current TSSS Couples Group as ‘when’ you will have children,
whereas IVF is viewed as ‘if you might have a child. Unplanned pregnancies
are a remote possibility and it is therefore recommended that barrier (condom)
contraception should be practiced if only as a sensible general health
measure.

Women with TS considering pregnancy must have a full cardiological
assessment before attempting to become pregnant. Any women with TS who
has the potential of a natural pregnancy should seek the advice of a Genetic
Counsellor, it is important that they are informed of the possible increased
chance of the baby having a chromosome abnormality i.e. Down’s syndrome or
TS itself. Those contemplating IVF together with their partner, should in most
cases, be offered genetic counselling as part of the IVF process. Genetics is a
complicated subject and therefore best explained by a geneticist. Ideally women
with TS who are pregnant should be cared for in a specialist obstetric centre.

In respect of infertility TS should be viewed as a major benefit as the reason
for your childlessness is known, and therefore requires no specific ongoing
investigation to determine the reason for infertility. If, however, you do choose to
explore the IVF option you will both be subject to some investigative procedures.

1. Adoption

Most couples with a partner who has TS achieve children via this route. Just
because they are not genetically yours does not mean you will love them any
less. It is unlikely that the choice of available children will include babies (due
to changing moral values — a lot of single mother’s retain their babies) but
babies, when available are almost always offered to younger couples.
Toddlers, however, are certainly possible and older children are definitely
available to all. Couples have been known to go abroad to adopt babies and
BAAF (see contacts page 18) can provide more information. Typically the
approval/placement procedure can take between twelve to eighteen months.

9



Usually twelve months following a child’s placement with adoptive parents the
court process via which the child/ren legally become yours will commence.
Some birth family contact can be required during and following adoption
although this can be restricted to corresponding via an independent letterbox
only. Face to face birth parent contact can be required and if at all possible,
during the introductory period with prospective child/ren, Adoption Agencies
may try to facilitate a face to face meeting with the birth family. Contact with
siblings is usually face to face but may only be via letterbox. Every case is
individual and contact will be discussed and agreed during the introductory
period. For adoption agencies in your area contact the BAAF (see contacts
page 18).

2. Fostering

If you are unable to entertain the commitment or expense that either adoption
or IVF involve you might want to consider Fostering. The child/ren remains
under Local Authority care and birth family contact is actively encouraged. The
placement can be either short term, while the parents resolve their difficulties
if possible or Social Services find an adoptive family or long term until the age
of 18 if adoption is not considered by the Local Authority social workers to be
in the child/ren’s best interests.

3. Invitro Fertilisation (IVF)

With fertility treatment a child of your own is possible by IVF with eggs
donated by another altruistic woman via an infertility Clinic. If successful this
can lead to a live birth. In some Health Authority areas it may be possible, to
receive IVF treatment on the NHS and it is always worth writing to them to
explain your need for IVF with egg donation due to your partner’s TS. However
if circumstances mean that you might have to undertake IVF treatment as a
private patient be aware that this will be a considerable financial commitment.
If considering a private clinic then it would be wise to check its credentials
with the HFEA or Infertility Network (see contacts page 18) IVF will require you
to be well prepared psychologically as a couple as it can be very stressful and
sadly not always successful.

Partner quote: “/\/\VI husband  knew about my ha\/ing, TS and the
infcrﬁlim 3¢ he was a friend Iong_ before we were marvied. We did
disevss thig and he aid he didn't want children anynay and it ha¢
never been an isue between vs. To love a child, to vaise a child, and
above all fo do gomc’rhing mcaningfvf in a child's life it does not have
fo come from your nwomb.”
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What research is currently being done in infertility treatment?

Research is constantly advancing the boundaries in the treatment of infertility.
IVF with egg donation has only been in use since 1984. A team in America
(Harvard University) are looking at the genes responsible for egg loss in females,
which may have implications for the premature ovarian failure that occurs in TS.
Another area of research, presently in its infancy, which may translate eventually
to the human domain, is ovarian tissue removal for later re-implantation.

Every year we hear in the press of new breakthroughs in fertility treatment.
Many of the new treatments will not be useful for women with TS because the
eggs are absent from a very young age and cannot be retrieved. If some new
treatment looks particularly interesting the TSSS will usually be able to find
an expert to provide information.

What can a woman with Turner syndrome achieve?

Just as other women — anything she wants. A high proportion of women with
TS seem to gravitate towards care professions however members of the TSSS
work at a wide spread of different occupations. If she wants to achieve
something she will, particularly with suitable encouragement and support from
those close to her.

The TSSS has members who have now been married for a good number of
years leading normal family lives, which for some has even included coping
with grandchildren!

What can you do to help?

Any relationship requires commitment, honesty, openness, patience, tolerance
and understanding from both parties, and everyone benefits from praise and
encouragement.

You should never treat a woman with TS any differently to other women; be
understanding but never condescending or patronising.

Most importantly you should support your partner in any efforts towards self-
fulfilment and discourage her from using her Turner syndrome as an excuse
for under achieving. Provide positive reassurance and permit her to do as
much as possible for herself.

Show you are interested/care by offering to accompany your partner to medical
appointments; she may turn you down but if you do not volunteer she will
not know you are prepared to make the effort to go with her.

Where possible with Conferences/Open Days be prepared to get involved by
attending with your partner. It encourages her to go and it is extremely
beneficial for both of you to meet other people with TS, and their partners, to
affirm that she is not alone in her condition.
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