
Department of Health Opdate 01.44

Trustee Appointments

There has been no further progress with appointing two new trustees to fill vacancies
left by the re agnation ol Kenneth Ddbim in end Param Wimenon in Fcbiuar)
200 i , The Chairman has agreed to be a member of an Appointments panel to select
iv % uus ecs pul bds m Ins c. n happen ap On at <m mt u*i tie pmce^ed are
appointments arranged. It had been hoped that new trustees would be appointed
before the end of 2001; this is looking increasingly unlikely. Our solicitors have
suggested a variation to the Trust Deed that would allow the Trust to nominate
candidates to the Secretary of State to speed up the process.

Agenda for Proposed Meeting w Uh Minister

I he Chainnun has asked that fiuMccs consider priority areas for inclusion in the
agenda lot a pmpo^-d mcebng with Yvette rvopcm Tu mmisrci lot blood safety
issues when she mturrs fion nutemuy tease l otemaed lundum to meet the
chaim mg needs of emstrants, ami mc.miscd undine to enable the has; to bet.ti ihiw
the i Is s>t dependants i f hose who h we died riu l come mgn on ran hs;

We . re '.jt.knm to idcrib ,4 .j ltt Rr meeting Ms u copei ram m the new seal

Meeting with Civil Servants

We dupe it will be possible for the Department to identify a suitable candidate for
secondment to the Trust io can y out some work on forward projections related to
T us: hindm^ ’etc 'he ft nr * h h.w btoi mggested ha. a wxnud yem Finance Ft mie -
might be seconded to the Trust on a past time basis foi about 6 months. We await
more news on this.

We have again drawn attention to the stuff costs overspend in the current Section 64
nun ipc merit experdrure and hope it wih be po-, mh fot the Depart, rem to ^spo id
favourably to meeting the overspend by way of a top up grant.

We understand that Charles Lister has a new assistant and look forward to meeting
him soon. A date for a meeting before Christmas is being sought.

Ann Hithersav
15.10.01
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Department of Health - Corporate Management Review 01.45

Response to Executive Summary (attached)

1.2.1 al Expenditure did nuore b\ opnim >1 s m iw 2000 m3 2uiXV2O<d .
fhift was ui n-spotwe to work of the Payments Review Group during 1999. As a result
oi fei’uinnxirl.irous made rod uwunw by th- Gmup, Ruguh i payments were
increased by 1 1% in January 2000 This was because no inflationary increases had
been made to payments since 1996.

In A( m! 200!Ainu Tiber of pavmt'tH wnc addict'd and n Septumbur
Regula: payments were iiuruawd h\ £100 a munih to ail registrants The level of
some Smgk paymenh utre oho inncased at hurt tune II should not be assumed th it
payment kwels mil condone to increase by 1 2% each year.

It should also be noted that the Trust has received £25 million from The Department
sitae H38 I unds totalling £2.<236 55f> have been m^tohutt d to tc retracts re
aOID Ml and at that date the Trust had assure remaining of £5.752.770.

1.2.1 b) Noted

1.2.1 c) This assumption may not be correct. We have asked for more funds
from the Department' since the Report was prepared.

1.2.1 d J Thu Trust has 'sold capital investments' to fund Rs work since it was
founded in 1988. In 1997 it was established that the Trust's investments should nut
fall below £4 midion. and since that lime The Department has always topped up the
fi utd-. to eireme tb:u bus level is tet tilted It re accepted th.it as the needs of registrants
and thee depend sms mcnswe, it wd be rewvan to ask foi mote frequent ans Gigei
amounts of tup up funding from Thu Department. Many registrants and many more
dsps aduits U.c at t ’xksw Lu p<-wuty L se TH I ust was set up bs Gose went U
meet the iccds of the* c people We should not shtmk Isom asking foi sufficient funds
to* iH awa this wmkus au’l an fulls a* possmlc

Noted1.2.2

Recommendations1.2.3

1.2.3. a) The Chairman’s Strategy Group will develop a Business Plan that will
address the areas included in the this recommendation.

1.2.3. b) The Trust will develop and submit a Business Plan to the Department
by March 2002,

1.2.3. c) A h .At ipphvarun to get or 6a ( ue h.nomg w. s Anni ted to
Ite Depjrmcnt in Ckrnt-xi 2001 I he appl ^atior rich dvd 4 budget to Manage . ml
w>t\ uv the ’hree yea’ pen< d 2002 2005 hiithei ao-k re needed to [’epate a
deuikd pLn icbto.. l i rhe fmcre rued* ot reewti.int'' .u d .he i dependants Au
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upnlication has been made to The Department for a seconded Management Trainee to
,1 bi ’io- . a-. Ure Io w (r<A,njh>u os a ' n A-Mtorth unable
the Finance Officer to spend more time on long term-financial projections, finance
policy and drawing up procedures.

1.2.3. d) XUmuk wrt Ik u u'prere ,-uk'HluS Hu ILi JqaUwfo jk

considered unnecessai \ . 'line Chairman, Hon. Treasurer and if required, The
1» oui t, n >i ML. vi. i .cun chaupr nr a(l tnun> i d < tr irt ooias
a Finance Assistant has been appointed to assist with more routine financial
procedures.

1.24 ®) The Hbn. Treasurer Is reviewing investment strategy in the light of
recent world events.

1.2.3 f) Quarterly investment repons are prepared by CCLA and Principal.
Both Fund Managers also report monthly portfolio valuations. It is- not considered
p ui (real J* duobvak lb \ vt k re pot-c WH the b’nuicv Vreu mt he Mot.
appointed it will be possible to provide fuller monthly reports on investment sales and
purchases, if required.

1.2.4 Areas for Improvement

1.2.4 a) Procedures and Policies will be docui &nted as soon as additional staff
time premas. It is hoped that a Finance Assj.^ant c m he appointed before the end of
lx .fliimhiv Kimmo kureu nci i.Sj’dk IrtireAC drenv p>re Mzli-

w ouki result in a small staff overspend in the currem t mancial year.

1.2.4 b) All staff will receive basic training in use of the Trust’s financial
database systems as soon as time permits.

L2.4 c) Monthly bank reconciliation statements will be reviewed by the Chief
Executive as soon as these can be ireade readily available. This is likely is be after the
Finance Assistant is appointed.

NB At present, the Macfarlane Trost is supported by a team of 4 toll, time and
one part time staff. The staff team also carry out work for the Eileen Trust and
continually seek ways to be more responsive to thechanging needs of registrants
and their families. It will not be possible to fully meet the recommendations in
the Management Review without at last one more fall time member of staff to
assist the Finance Officer.
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1. Executive Summary
1.1 Introduction

1.1.1 The Mat urur.e trust was estab.ished in ”'bS tn ptovuk fkardal suppon to those purplenfiob-d wrh KIX as a ic-mh ot treatment wrl ^nmammukd bhvd psudum The host
iw i\ed £ith iChtoO dunng PM dom d< Dapartmem ol Health <md has continue <t w
receive capital giants to Hind the financial support it nuemks tc registrants and their
dependants. As a result of the increased life expectancy of registrants and their changing
needs, the financial assistance provided by the Trust has increased above predicted levels
causing significant financial pressures. This report has been commissioned by theDepartment of Health, in response to such financial pressures, io review:

(a) the Trust's financial controls:

(b) the operation of the Trust’s treasury management function.

U't tl e cuncm pah im u w nwnagwaem amacumnw and

(d) the claims management process.

1.2 Findings

1.2.1 Ru^td on the 1 n a m 1 m> nnat m m nhbf w tm nd ll a hn an m. h u m, tl >ea " re
fin e mfiniu.tton ol lhe hmm m ’U ab'ht-v to p oxide imarci 1 s ippere u both th^ nedniri
and longer term. The most pressing issue is that of increased levels of expenditure,
resulting in the ‘short term' sue of capital imeslmcnts to fund payments (<•> rcmsinmm.
I gore I mdew extrapolates the I rest s fmarnr.il posmor mo Tie next la e Inwend ' oa?"
and is based on the following assumptions:

(a) payment to registrants increase by 12% per year, based on the average annual
increase since 199' 9S;

('\ returns on mxestmeuts remain constant at 4% per annum,

(c) income from the Department of Health remains constant at £2.5million: and

(?) the vik ot lines4meiiV, ised to *und am shortfall m income and expenditm.'

of Health
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Mscfanaae Trust f Ui's M 1
< u<

Figure1: Extrapolated expenditure, income and capital investments
Mwa.oo)

£5,9®,900

£4,«®5OOO

£ £3fiOQ^Q L
£2,000,000 •

£MM®0 .

£
2002/03 2<Wua 2004415 2005/00

Year
Capital mvegments Tot31 Income Ecpmiiture

1.2.2 Figure 1 above demonsimms that,, based on the assumptions outlined .above, capital,
t-umuits will no exhaiMed dituna 2uUn and , is suit >hc frtvt, s ouM ma conf nm. lu

make future payments. At the end oj 2U<»t 7s the Trust would require an additional.
£1.3miBion income to break even.

1.2.3 In light of the above, we recommend that, the following action is taken:

(a) business planning processes should be carried out by the Trust which include:

forecast of likely future financial requirements in respect of both
registrants and dependants;

• cash flow forecasts;
* the evaluation of options for the current provision of funds to registrants

and their dependants, considering the type and amount of expenditure
which the Trust reasonably expects to be able to provide to registrants;

• the development of a financial planning strategy to enable the Trust to
continue to meet its commitments; and

• an assessment in respect the additional management resources required to
meet the recommendations included in this report;

(b): the Trust should submit ah annual business plan to the Department prior to
the commencement of a financial year. The business plan, should not only
cover the projected activities for the coming year, but also ptwide.. as fer as
is reasonably possible, an early indication of pressures arising in subsequent
financial years;

(Ph)SEpfirtroent
' of Health
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Co f.' in m ^1

(c) fiieliu.’ should wkre na c^anc pmxidc a ciu ipr 4 eiwv bus. in the
Department of Ikaith for where additional funds, m terras of both management
cost's and expenditure i dating to registrants ,md their dependants, on be
idwitihed 11 e hunt e< J-v iM u^c q e ,n w* rc-uhuic *101:1 . ^IhaUi; ad
hmm ><s pfmmr'i pm "ms l > suppo t futd>e u-qt < s v pSI mereas* * 1 the c num
levels of funding;

(d) montblv c !sh fo\ repoiu should b, pvnukd >r 'he Huaol and to th.- Pepin nert
of Health;

(e) a review of the current investment strategy should be undertaken, .in view of the
current requirement to sell capital investments to fund payments to registrants; and

(f) monthly reports to the Board and to the Department of Health regarding
investment income and sales of capital investments should be produced by Trust
staff

1,2.4 Mlhm>h w „eccpt Jut th* viuaem ptactaes ir rJuhon fo bn. fuuncial < m tnds hi^
piovtoul 1he '^teirul aidnuu uuh sidtiuem .mrtert ti > nahl > ’lx anriu iwar s to he
signed off without qualification, we have identified several areas for improvement Those
areas include:

(a) Procedures and policies should be documented and presented to the Board and the
Duurmcnt of Hialth wappimaf

(bl Staff should be trained in basic fimmdal procedures; and

(vs ihe monthh bank 'cconchatrnr ^faTcmciii swmld he by the ( hi T
Executive or a trustee.

1,3 Conclusion

1,3.1 Ln order to continue to meet its role as staled in the Trust Deed, the Trust must, reconsider
the way u utilises its finummil icsources. prior to idcutfymg any additional funding
requirements To support any case for increased funds. 'In. Trust should employ business
planning to uknt iy hu utilicipakd atum need as w JI as dccidmy uu tot level
and xvpc of funding that it should offer to mgistrants and ibeir dependants m the future, in
addition, financial policies and procedures should be documented and key fmancnil
controls should be present to provide the Department of Health with the assurance that,
should further funds be made available, they will be applied for the purpose of benefiting
registrants.

|DHJV ct Health
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BEREAVEMENT WEEKEND 01.46

Background:

In 1999. letters were sent to all those who had been bereaved since the Trust
was formed: just over 20 replies were received. More than half of these
responses came from the South East and the others came from the North of
England and Midlands. About half had indicated that they would like one to
one counselling, whilst those remaining wanted contact with others In similar
situations or would like both options. Unfortunately, things were slow to take
off due to lack of money and resources.

The Project Group, Chaired by Chris Hodgson, has met regularly since Spring
1999. The Group oversees the development of the project and actively
participates in working with bereaved families.

In the latter part of 1999, the Trust applied for Section 64 project funding to
assist in this work with families who had been bereaved. Although this was
refused, in January 2000 the SE Group was set up for widows and partners
and continued to meet every 2 to 3 weeks for the next 18 months.

After approximately 1 year, two parents attended the SE Group and it was
decided that another group was necessary for parents. This was set up in
June 2000. During 2000, the SE Group proposed that a residential meeting
for bereaved families should bo held Again, the Trust applied 'or food,ng and
was refused. As a result of this, the Trustees agreed to fund more pilot
groups and a residential meeting, which tock place in September 2001.

Bereavement Weekend:

Date: 21 - 23 September 2001
Venue. The Sheffield Swallow Hotel
10 Facilitators, 32 Delegates. 8 Children

21/09/01

The FrxTtato s started to art we at the hotel approximate^ 1 00pm After
checking In we had lunch where our expectations for the weekend were
discussed. After lunch, we made our way to our rooms and agreed to meet at
3.30 in the lounge to prepare for the Staff meeting and Final Briefing.

The Staff meeting and Final Briefing took place between 4.00 •4.30pm. It
was decided that:

the name badges (prepared prior to the weekend) would be worn by all
as many of us were meeting for the first time.
the Administrator would prepare a meeting place in Reception for the
delegates to ensure that they were greeted by a friendly and
informative person;

1
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the participants would be divided into 3 groups with 2 staff members in
each consisting of:
« Parents Group (2 Social Workers, one from Newcastle and one

from The Macfarlane Trust);
• Partners/Widows (one counsellor and a Social Worker from the

Royal Free);
Siblings (one counsellor and another Social Worker from
Newcastle);

the remaining members of staff (consisting of 2 Organisers, a Clinical
Nurse Specialist and an Administrator) were available to offer advice
for Carriers, one-to-one meetings, hands-on support and other issues
not covered on the agenda;
evaluation forms (compiled by The Macfarlane Trust Social Worker) to
be distributed at the end of Saturday’s session and collected Sunday
morning,

The Administrator took up her post before the end of the Briefing (just tn case
there were any early arrivals). The next couple of hours was filled with
greeting and ensuring that the delegates had booked-in and knew where to
congregate for the evening meal, which took place at 7,00pm,

The dinner proved to be the perfect ice-breaker. People were socialising/
conversing and it was a good opportunity to find out more about each other.
After the meal was over, we all made our way over to the lounge to continue
our conversations There was definitely a rood to talk, but at this stage
everyone was .ust hapoy to keep it on a light hoartod level and laughter could
be heard filtering through the lounge on a regular basis

22/09/01

Breakfast was served between 8.30 and 11,00am. Although many people
were tired from talking late into the morning hours, there was also a feeling of
apprehension and concern as to what the day was going to bring. Many
admitted they were nervous, and even though they had the option not to
attend the meetings not one single person pulled out.

The Carers arrived approximately 10.15 and were given a base and
instructions as to the timetable for the children. Between 10 30 - 11 30 the
arrivals for that day were welcomed by the Administrator who ensured that
they were given refreshments.

At approximately 11 ,30am, the staff and delegates met for a Welcome and
Introduction meeting. One of the first things that took place was introductions
from all the staff giving a brief description of who they were and what they did.
This was followed by all the delegates giving their name and where they were
from, which helped to build everyone's confidence. A run down of the itinerary
was given and the group arrangements were confirmed.

The children ‘were taken by the Carers around 12.15pm for lunch and at this
time the delegates assembled into their respective groups.

2
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Lunch was served from 1,00pm onward, but II was by no means light-hearted.
It was obvious that many of the delegates had had an emotional time and it
felt as if the iid of a pressure cooker was being released. Tears were shed by
delegates and otaff alike Puople recounted how strongiy they felt with
regards to how they and their loved ones had been treated by many
professional and medical staff, how they lacked support from their family and
friends because they hadn’t made the illness common knowledge due to the
implications and lack of understanding of the disease, but others were just sad
that their loved ones died the way they did and felt they could have done with
more support after the death,

Once lunch was over, those who were able went back to their groups. Others,
who were too distraught, found a listening ear by the staff members who were
not involved in the sessions. This proved very necessary as people were
dealing with emotional issues that had not been talked about since their loved
on^ had died and these issues were deeply buried within then Tu have the
opportunity to get it off their chest was one of the first steps in dealing with the
bereavement and this was made possible both in the group sessions and the
one-to-one,

A tea break was to be taken at 4,00pm, but the groups finished a little after.
By the time tea was served, everyone seemed more relaxed and able to talk
about the issues that had arisen It Aas obvious that frit re were less tears in

the second part of the session and again laughtu pruned to be a yuat
remedy for lifting the spirits of all those involved. All in all. It was felt that just
being able to talk about their loss and the situations around it was helpful and
the affect of talking could be visibly seen by the way they interacted and
conversed with each other.

After the tea break we all had a big meeting to discuss support groups In new
areas and identify other needs. This did not last very long as everyone was
emotionally drained at this stage and the overall consensus was to end the
meeting sooner rather than later.

A small group of people did feel the need to discuss setting up a group in their
area as many issues needed to he addressed w>th mgads to the way tney
and their loved ones had been treated and the lack of support and help for
them. This took place about 5,00pm and involved the Chief Executive and
Trustees of The Macfarlane Trust supported by the Clinical Nurse Specialist,

The children returned from their day out approximately 6.00pm and once their
parents had been located leisure time was given until dinner, which took place
at 7.30pm. By this time, we were socialising well with each other and there
was a feeling that we had known each other for many years rather than a day.
The taboos that had hindered those from talking before the weekend had
vanished and it was nice (hat people confided in each other with very sensitive
information without the fear that they would be ostracised.

3
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The evening progressed well into the night and again it was with reluctance
that in the early hours of the morning we finally retired.

23/09/01

After breakfast, the groups met up between 9.30 - 10.00 to give feedback on
yesterdays session. Many observations and ideas were made and confidence
had grown ten-fold.

Refreshments were given at 10.45 and gave everybody the chance to
continue last nights conversation. This was followed by a Future Actions
meeting, which involved the whole group. It appeared that everyone had
found their voice and we were not short of information or suggestions This
meeting extended the allocated period but proved to be very worthwhile and
gave everyone the opportunity to say how they felt. Also, out of the 28
evaluation forms distributed 25 were returned, the remaining forms were to be
sent through the post.

Lunch was available from 1.00pm, which we all attended and once the
children were handed back to their parents it was time to say goodbye, This
was a very emotional time and hugs were freely given to cement the bonds
made during this weekend.

Summary

It was a very valuable weekend and many issues arose as a result of it
These included:

1. New support groups required in Manchester, Midlands, Northwest &
Newcastle.

2. The Trusts website should also include a section for bereaved period,
3. Chat room to be included on website (secured/anonymous).
4, More home visits and follow-up for bereaved families.
5. Special Handbook ano Newsletter to be set up for bereaved familtes.
6. Feedback and information from conferences and seminars; follow-up

and opportunities to talk to Trustees.
7. Training and information for people in the role of Carer.
8, A local help-line to be set up
9. More support groups and weekends (extend weekend to 2 day and

make them more central.
1o. Support is needed for the early bereaved as It’s a very sensitive time.
11, What happens to Carriers after bereavement - children/siblings.
12. Legal advice support line and access to legal help from The Macfarlane

Trust.

Rosamund Riley
Administrative Secretary
16/10/01

4
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Bereavement Project - Expenditure against Budget (11.46

Tn ApM 2WI TruMecs apponed expenddujc mtorjinue and expand the pilot wmk <4
Hie Baeavemcni I inject, nhuh ud sailed in 1U')9. Via hw tailed thenpt- I > gad

Scuu'i 64 P’Ojcct h iding duas wucod lb it thr Trus‘ (Wild lund a n Mdcuhal
~ ter 1x10.0 cu iaim rw at d dtxdopme it torthei wtpport gw'ups n the

midlands and north west.

The residential meeting for families was held in Sheffield over the weekend of 21 - 23
September 2001. A total of 49 people attended: 31 parents, partners and siblings, 8
children and 10 staff. Families came from as far afield as Belfast, Cornwall and
Glasgow, The meeting was a great success as attached reports from staff very clearly
demonstrate,

The '1 rust has wihmitxd a further Section 64 Project application to the Depatttnem of
Health; we hope this one mav meet with greater success than j-revioux db’rts.

A fu~U m supper gioup v, ill be^m n Marehe-Rr w kx he ci d ot the vtai and a b
very much hoped that it will be possible to continue to develop this important work,

Trustees approved expenditure of E7.O04 on a residential meeting and £7,000 on
development of new support groups.

The Re, iLntnil .Meeting s os' i total fl l.XAo .tga.rm a budget of L7.000
Additional cost , can be annb-ittd to the number of stall tnd families .staying

m Fridas, the additional costs nJ ieasm>, stai" ius iKr to ecp. « uh the
diverse ne;ds of parents, pmtne^ c id siMmgx and ti <. mkhi o nd , cm <d child cart, k-i
fhu b children and weiw/us

Hotel Costs 9,700

Stall' Costs 1,430

Childcare costs 730

As yet no morey has been spent on new support groups, but this work must begin as
soon av possible fol tin who havi indicated that they need this tvpe oj support as a
matter of uigcncy. If the balance of £2.140 is spent on this work, it will be possible
or at least cue nuu support yottp to hr started Fibre the end of the finance year

Should our third Section 64 funding bid be unsuccessful, Trustees are asked to
commit to continue to fund the Bereavement Project as an ongoing area of activity
covered by the Trust Deed,
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Summary Report of the Bereavement Weekend -September 2001

This bereavement weekend, attended by parents, partners, siblings and
dependent children, highlighted the unmet needs of this special unique group.
For many of them this was the first time they had been able to speak openly
about their loss in a safe, supportive environment with people who had some
understanding of their situation.

Very few of the participants had been offered helpful support. Most support
had been inadequate, inappropriate and some very harmful. Participants had
no idea about where to access services. It became very clear, during the
weekend, that there are no specific services available for people coping with
Haemophilia/HlV/HCV bereavement Bereavement follow up m Haemophilia
Centres is extremely variable. For many people, it is too painful to return to
the place where their loved one died. General bereavement services Le.
Cruise do not have the specialist knowledge needed to work with this
particular group. Participants at the weekend were able to illustrate this.
Fears about confidentiality and discrimination continue to prevent disclosure
of HIV status.

Many of the participants were still very traumatised by events surrounding
their loved one's death. All of them were still coping with unresolved
complicated grief relating to the catastrophic nature of the deaths. Living with
Haemophilia, being given HIV and Hepatitis C and latterly, the worries about
CJD exacerbate the grieving process.

The Macfariane Trust is the only common link with all people who have died
from HIV/HCV as a result of their NHS treatment. Therefore, this must be the
organisation to provide and co-ordinate on a national level an effective range
of services and support. Services must take account of individual need and
circumstances. They should include professional counselling, individual
informal psychosocial support, group support and networking with others in a
similar situation. This support can only be provided by professionals who
have the specialist knowledge base necessary to help this unique group of
people.

Pat Latimer
Social Worker/Counsellor
Newcastle Haemophilia Comprehensive Cars Centre
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EVALUATION RESULT

Reason for evaluation:

As a result of long discussions and the forming of a bereavement group it was
felt that the Trust should offer the bereaved families an opportunity to come
together and discuss their feelings and problems that they might have and
might still be facing. A weekend was arranged in Sheffield and this took place
on the 21-23 September 01.

Following the main introduction session those in attendance were split into
three separate groups in accordance to their connection with the Trust
registrant now deceased.

These groups were as follows:

PARENTS 13 = DARK GREEN EVALUATION FORM Given out 9

PARTNERS 10 = ORANGE EVALUATION FROM Given out 10

SIBLINGS 9- YELLOW EVALUATION FORM Given out 9

The total number of form that were given out over the weekend were 28
The total returned completed at the end of the weekend were 25 = 89%
Of the 11% remaining I was told to expect these through the post.

HOW EVALUATION ASSESSED:
12 short and uncomplicated questions, which required the individua! to tick or
circle three different faces and / or make a brief comment in the space
provided.
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PARENTS:

Forms given out 9.
Returned 8>
Of the 8 forms returned the result are as follows,

Q.1, GROUPS *7 were happy with the groups.
QJ. FACILITATORS « they were all happy with the facilitators.
Q.3. CHILD CARE « was only applicable to 2 and they were happy with
arrangement
Q.4. SUPPORT = 7 wore able to get mutual support.
Q 5. BREAKS = 6 were 1its Tic d wan toe breaks
Q.6. VENUE = all 8 were happy with venue.
Q.7. EVENT ~ 7 were satisfied with event as a whole.
Q,8. FUTURE EVENT = all responded YES for future event.
Q.9 DISTANCE TRAVEI LED = fo thr msjorty to dM-g to s ' wd' owL <

distance to the venue
0.10, MILEAGE TRAVELLED = the minimum distanced travelled for the
delegates was 45 mites and the maximum 330 ms es.
Q 11, DONE DIFFERENTLY = th^ genem5 consensus wa<- the epsli, no
had bee" ta^n into eonsderahon ^nd that nottorg could hmm b^n di rm
differently,
Q.12. PERSONAL CHANGES = for a few this will mean contacting others,
however for the majority there are no plans to change anything as a result of
this weekend.

COMMENTS/SUGGESTIONS
Ine majority of the parents were pleased that they had seen gwen toe
opportunity to meet others in the same position as themselves. It was
suggested that if a future event took place that the groups are made smaller.

SUMMARY OF GROUP RESPONSES:
The overall response from this group about the weekend and its content is
that it was very useful and that it allowed them to make contact with others
that have been similarly bereaved and are aware of the issues and feelings of
the situations. They would like to see similar event set up for the future.
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SIBLINGS

Forms given out 9.
Returned 9.
Of the forms returned the result are as follows.

Q.l. GROUPS « all were happy with the groups.
QX FACILITATORS « this group was also very happy with the facilitators.
GL3. CHILD CARE = this was only applicable to 2 however they were happy
with the arrangement
Q.4. SUPPORT = they were all able to get mutual support from the others in
the group.
Q.5. BREAKS = this group was very happy with the timing of the breaks.
Q.6. VENUE - entirely happy with the chosen venue.
Q.7. EVENT = all were satisfied with the event as a whole.
Q.8. FUTURE EVENTS = ail responded YES for future events.
QX DISTANCE TRAVELLED ~ the majority of the delegates had to travel
long distances in order to attend this event
CLIO. MILEAGE TRAVELLED = the minimum journey travelled was 60 miles
and the maximum was 330 miles.
Q.11, DONE DIFFERENTLY ~ It was felt generally amongst this group that
more time and structure might have been better which would have resulted in
extra space tc talk to each other.
Q.l2. PERSONAL CHANGES = the response for the majority is that they
intend to made changes such as getting more information about haemophilia
and been a carrier of the condition. They will also be making an effort to keep
in contact with others.
COMMENTS/SUGGESTIONS = for the majority it was a successful weekend
and they have no further suggestion.

SUMMERY OF GROUPS RESPONSES:
The overall response of the group, was that for them, the weekend turned out
to be a very successful one. Fora couple of people they had, had no intention
of making contact with the others but by the end of the weekend they had in
fact done so and was very pleased that this had happened.
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PARTNERS

Forms given out 10.
Return 8.
Of the 8 returned the results are as follows,

Q.1, GROUPS ~ 7 members of this group were happy with it
OX FACILITATORS » all the members were happy with the facilitators.
Q.3. CHILD CARE = this facility was relevant to the majority of this group and
they were very happy with the arrangement
Q.4. SUPPORT - for 7 finding support was not a problem.
Q.5. BREAKS = all were satisfied with the number of breaks.
Q.6. VENUE = this group was vew hoppy with the venue
Q 7. EVENT = again toss group was ?atnT:ed wkn the ev^nl as wh^ie
Q.8. FUTURE EVENTS = all responded YES for any future event.
Q.9. DISTANCE TRAVELLED - the marnfo of dotocotes tre/ctoo cwt a
number of miles for the event
Q.10. MILEAGE TRAVELLED = toe mm mum miles travelled was 40 the
maximum I would say exceed 500.
Q.11. DONE DIFFERENTLY = some members of tnss group felt that the
weekend coufo hove been longer.
Q.1Z PERSONAL CHANGES “ this response to tms was areund 50/50 n
that it was left not completed however for those that completed it, the
response was to keep in touch with friends.

GOMMENTS/SUGGESTIONS:
For all that attended it was a very good weekend and they would like to have
more of the same. The main suggestion was that the weekend could have
been longer.

SUMMERY OF GROUP RESPONSES:
The over all response of this group was that the weekend was a success. For
some people it was a very emotional time and they felt frightened with the
amount of anger end bitterness that people were feeling. This prevented them
from getting too involved.
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OVER ALL SUMMERY OF EVALUATION

When ail the groups are taken into consideration and their responses are
looked at. It becomes quiet clear that for them the weekend was a great
success and that if It were arranged again that the attendance would be good.

Questions 1-7 the responses from all the groups were favourable. This leads
Into question 8 which was to do with future event. Ail the delegates would like
to this or something similar again soon.

The distance that people had to travel did not hinder their need to attend, and
for some this distance was great. For the vast majority ol the delegates
meeting ofoer m the same mtuabon ano ber i able to talk tieeir was a fatgc
boost. This as also allowed them to make contact with individuals that they
will now be able to keep in touch with.

The response of other is that it provided them with the place to feel
comfortable to feel the anger and pain of their situation. For some question
were answered but for other it was felt that dwelling on the past without
thought for the future is not health and they have no wish to do this so stayed
on the edge of the group.

Claudette Allen
Social Worker
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BERF AVFMENT WEEKEND - 21st to 23rd September 2001 - SHEFFIELD

CONFIDENTIAL report for Trustees of MacFarlane Trust

Friday, September 21st

Ann, CLtudeue. Ru> .uid I rinsed m She!he Id in lime lor iuriuh Chris, Joanna and Sylvie
were already there. We had a staff meeting at 4.30 when Pat, Dot and Maureen arrived
from Newcastle. At this meeting it was decided that the participants would be divided into
three groups - Parents - Partners/Widows - Siblings. Each group would have two
facilitators with them,

PARENTS GROUP - Pat and Claudette

PARTNl RS WIDOWS GROUP - Syhie and Elizabeth

SIBLINGS Joanna and Dot

Chris and Maureen would be available during the Group sessions in case they were
needed for specific issues.

Hie cvermt was sp_m tub mg Aim Mm amved on trie I riday evening because m me
di une^ the. tad KdM’.e m set to Sheffield I hut. wctu iamiluw iom Scoikud, Coniw i I
a id ILm asiirt aid mdv. dual’ hear GleuceAei and N mibem Ireland

A young family from the Manchester area joined the table I was at for supper and it became
wn m.idei i AcugH away hat lbw ,ouog walew needed to talk about hci tamdyA
c \petKni e at MR1 W . lesnh m thu u is decided hit a separate ante ou.IJh.ae o be
given to the families attending the- weekend who had also attended (he MRI. This meeting
km* pkn- at 4 AO pm < n the 2^nd Srptemha. v nh C im. Pat m wit a- Tiuae^s 4' the
Macfatlane Trust and Am a. well as membets it thv Jac Emilies who had (tended MRI
Hacnn ph ha Cantu Munden Rn^ sa: hi in i idci io awtr im ques tens h km ig to
treatment. Ihenotc fun the rKUiu« will R Jedi with rpaianJy

Saturday, September 22nd

We had breakfast with the Manchester City football players who were due to play a match
against Sheffield Wednesday in the afternoon! This included their manager • Kevin Keegan.
The eight year old son of one of the young widows was a great fan of Manchester City and
his ueAend was m\k when Km m Keegan -.rapped t ) talk to him gwe him nw an omanh
and had his photograph taken with the two children in the family!

By 1 1 30 am everyone had arrived mid the three carers employed to look after the children
had taken charge of the children.
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Chris and Ann introduced themselves and went through the programme for the weekend.
The other eight members of staff also introduced themselves. All the family members were
then asked to say who they were.

At 12.30 everyone assembled Into their groups in three separate rooms.

The group I was with was the WIDOWS/PARTNERS GROUP.

There were 12 in this group - 10 widows/partners, Sylvie and myself.

W® started fey reiteratfeg th wnfideniialiiy of everything that was said m the room. If
anyone. felt they needed to leave the room they could, do so and could return Whenever they
felt able to.

\\c ! o i -Wd d than in tuns ‘ > .nr hTk than r s the m>t u ’he gi nip .nd to
say as much or as little as they felt they wanted to. This proved extremely emotional and
painful for several of the group.

One of the group volunteered that she was HIV positive and understood that there was
someone else attending the weekend who was also HIV positive and she was very anxious
io meet with her. This did happen as the other widow who had been diagnosed HIV
positive did main thfe. with the group. Some of their experiences of being HIV positive
were .dso discussed within our group. For example, the way they had been told. One had
Kvn informed by letter alter her husband’s death but the letter had been sent to his first
wile* Both teh that ibex would soon need false teeth because of diHxuhy in finding a
dmimt w neat diem. Treaimeni of dieir HIV was nor gone into in depth but one certainly
leund it ddfiaiU initally being treated by the Haemophilia Centre her husband had attended
and actually skiing in the same chair to give blood as he had done’ The feeling was that
-.nine >uff m the Haemophilia Centre weic insensitive. A question asked xto uhmo fe
most appropriate section in the hospital for them to be seen and receive advice and treatment.

All felt very isolated - lonely but not alone. Because of the nature of their husband/partner’s
Hhieas they felt unable to let go when dheusemg their husband/partner’s death for fear of
dwtoiw-ng too much the’Cfcto they weic alwaw veiy aware and guarded about what they
said io t rrnnds and relatives. One of the group had only told her eldest son - aged 31 ~ about
his father’s HIV. This was done because he had asked her a direct question,about HIV when
she was very upset. .Her husband had been very ai gi y t hat he had been, told and' had asked
her not to tell the other two sons - both in. their line 3d s. They still don’t know. It was
very evident that very few, if any family members knew about, the HIV. The very
ate’ sup xquu i da a out m n e _v <di en hx^ u a mq 0 .tou.uimmr
where both she and her partner of 11years grew up. Everyone::® the village knows that her
partner had haemophilia and HIV. Everybody in Be village: * ihclddmg bld ladies in their
BO’s - have been totally supportive of her and het: partner^ femlly since his death,

.U k^t three of the group - too from MRI and one from Basingstoke Hospital - felt
exh -meh angry al Ito dietr husbands bad been treated by doctors ato i'® parthuUr
ir.irw e.nmwTor in cur group v.e han tout Irom the Haemophilia Centre at MRl plus me
toe l;vm Basingstoke - so huH fe the group had had very unhappy experiences from their
< r u H apit t dui ir, wo In t ' a st wi nunfe > < i the an q hi a id
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overwhelmed at what they heard and I think this probably did inhibit some of them
expressing themselves as they would have wished. They felt that their problems were
minimal and not important when compared to the other five. We did contain most of the
anger bx telling tho*o from the MIU that we would meet with them as a gt oup Luer in the
rttmnmm Xx.crtheb^ then Imutmtem expercmes mue h ite had an ci eu on i m-c ulm
had had a more normal experience.

There was some discussion about carrier daughters and that they should have an opportunity
to talk about this. It was tdi it wav not always appropriate or durable m return to the
Hamophilia Centre their fetes had attended,

A very poignant moment for one of the group was when was able to voice for the first
time her guilt about how her feelings - both physically and emotionally - towards Iter husband
changed when they were told of his HIV status. Others agreed.

One positive issue that was raised by the group was that their husband/partner’s Motability
car had to be given up when he died. This caused great financial stress as not only did they
have to finance another car for the family but also had to fund the insurance. As none of
them had a No Claims Bonus to reduce the cost of the insurance - the cost wax m the icgion
of £900’ The return u*' the Motabihty car is only an Cam with the v iduu pmmem of
registrants - ie those registrants who are actually married or have a long-term punmr and I
wdd h x the Ln tce^ m cmwidc' helping these tarulks to putclnwe the Moim-ihu cat
when the husband/parmer dies.

After a very emotional afternoon session we stopped for tea.

At 4.30 pm Chris, Arm, Pat, Maureen and I met with the five families whose husbands/son
had attended the Haemophilia Centre at the MRI. This meeting will be dealt with
separately by Ann

The Staff De-Brief scheduled for 5.30 -6.15 - did not start until 6.20when Chris, Pat, Ann,
Mi xeui and I x t Ok n-vctute with tne LimCe- her n e MRL This was combined with
uh inks as dinum 'vas scheduled for 7 ?0'

7N n M oi hi rvmme wa. sp<m< laima Miuinirg .md 1 -A tine

Sunday, September 23rd

The following morning we all re-assembled at 10 am and went into our Groups again for 30
minutes in order io decide what we each would like to feedback to th© larger group - ie all
three groups

We asked the Group to consider the following questions relating to the: weekend:

WHAT HAS HELPED?
WHAT COULD HAVE HELPED?
WHAT COULD HELP IN THE FUTURE?
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The groups responses were written on a flip chart and three of the group volunteered or were
coerced (!) into feeding back the responses to the large group ~ Parents and Siblings. The
three did very well and even .managed to bring a sense of humour to the weekend.

WHAT HAS HELPED?

Talking to people who understand

Going deeper - “They don’t know the half of W

Idifteiw® © other peopleA experiences

Lessens the isolatiOn/lonslm^

, MM being with, couples .... ..
’’AU partners and all female"
“How do you go to pub oh your own
H limo x an- h < d

"Perceived as a threat"
"You’ll find someone else"

Sharing what happened to relationship with, partners

WHAT COULD HAVE HELPED?

Longer weekend

\ par g\ i ’ w mi t Ou,

Manchester City Footballers!

Should not have been sent list of names (List of delegates giving number of
smu-tu Paw h ‘ hudun Hk mini, wu < are nt Wali < 1 wtbci ,

What k dttlcreuwc bcween "wide’..' and "partner"

WHAT COULD HELP IN THE FUTURE?

More of the same

Get together more often

After each group had fed back their cohcliisions ft was agreed that there was a need for a
Berea vur.ent Group io he organised for the area tmamd Birmingham and Manchester. This
yvvup m ne led by Sylvie Boulay who is a Bereavement Counsellor. Goodbyes were said
a nu Jie hope was that another group would be organised in the future - next year'
Lunch was then available Rir those who wanted to stay, Ann, Claudette. Ros and myself
then caught our train hack w St Paocras.
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Impression of the weekend

My own view is that the weekend was a success in that it achieved mm of what we set out
to -achieve. It meant that everyone who attended did manage to meet and talk to others in
a similar situation. There is still a stigma attached to HIV and it is tor this reason that these
hem.i-.ed idamo are not able to ‘let h w sad ih.u even alwr lb years el Hl\ mere
exists a need Ow even n nlim famthes. By attending this weekend they all knew why
there were there and so were able to discuss their feelings in more depth. Some of the
pmpm ttend ng ,\pe„ do the vudmm and dd tec1 aip’d'en i\i my
on their own bur when they knew there would be others like them this made if much easier
for them attend,

In the group T was with I saw a difference in all of them by the end of the weekend. Most
importantly they were relaxed and able to cry and to laugh. One of those who had young
children but. did not 'bring them with her said how good it was io be able to sit down and
actually eat an entire meal without interruption! Those who brought their children felt at
emu ’hes Inca then hddrnn were being lo> kvd utter

I feel stnmgh that there is a need for more weekends for bereaved families. All attending
du Vtk\m > Paones (hull' mid hm would hke m< m ffp'ttunmc1 *o dt v st 1 mlws wlm
have experienced what they have experienced as they felt safe and were -able to share their
mm pewmul techng, Sometimes for the fir-1 time.

It may be that with the experience we have all amassed from the Sheffield weekend that there
are things we could do better or differently. What is always difficult is to make it possible
fm these lx"w assertive individuals say what they would like to say in. a group setting. The
more mwrme individuals do tend to dominate a group.

The weekend has given me a lot to think about. It is important for everyone to realise just
how isolated the majority of these individuals are - even within their own families. This
makes these weekends so important and worthwhile.

Elizabeth Boyd
did (kiobn riXH
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SIBLINGS GROUP MFT 22 / 23rd SEPTEMBER 2001
SHEFFIELD

9 PARTICIPANTS

4 Sisters
1 Brother
1 Sister’s partner / husband
1 Brothers partner / Wife
1 2nd Cousin
1 Niece

2 FACILITATORS (1 X SOCIAL WORKER 1 X COUNSELLOR)

Group consisted of one family group of 4 members.
One coupie - the remaining 3 members were individuals and not known to
each other. One of the members had had multiple bereavements
including a wife and child whose deaths were traumatic and not related to
Haemophilia / HIV.
Some emotional and distressing issues were covered, but the group
concentrated more on practical and information issues.
Those who had the deepest emotional needs / issues contributed the
least, perhaps feeling that they could not bring out their own very profound
concerns to a large group.
Emotional issues such as “being the strong one", “being side lined" or guilt
at surviving were touched on by some members but not taken up by
others.

MAIN AREAS OF CONCERN WERE

Secrecy and isolation
Lack of support and counselling
Lack of information on own status i.e HCV carrier issues
Safety of blood products for survivors / children
Stigma resulting out of ignorance in general public as well as medical
profession (in other clinical areas)
Post code treatment -wide variation in the support available from centre
throughout the Country.

WHAT WOULD HAVE HELPED

Knowledge about the condition and likely deterioration’s at time of death
Honesty (from medical profession)
Opportunity to ask questions / obtain information
Knowing about arrangements after death i.e body bags, not able to view
the body, death certificate
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WHAT HAS HELPED?

TbiPbratr g Me hfe of Ine pem^n z/bo ins t h d
Freedom to remember and talk about the good times, revisiting good
memories Z places
Safe environment to express emotion

WHAT COULD HELP IN THE FUTURE

Accessible counselling for all
Support groups (safe environment)
Educating the general public and those with Haemophilia / HIV / HCV
through a website .
Confidence 3bout blood pmduot safety ano supdy
Continued contact between young haemophilia families
Building network of support
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'The Sheffield Weekend

I anived m Sheffield hik'd with apprehension I wm unsure how I would rehmr with
relatives who hud sofftrul so mooli I ven the dumula ofsiarur^ a omw emotion was
daunting.

Vd w leiudk h^ppeuod rook t,ie i.onmLf>y Ly sutpuau 'I he people 1 met had such a need
to share their experiences that none of the usual tn viahues of conversations applied, I felt
immedially drawn in at the deepest level.

It *' hm d *u de->crbe whii lupp^ned m the {’anno! go up 1 L sibcrh md I fauhtaie., 1
mt all the 1 jUc die naiu em seated anh mlur the sect e<w Irv mm fdhag dulditn
iK ut h t muiviit ;n<l niutftd’nui! bm no <1 pn hktm sex ird .onlnmuplmn Komi s

aKar lil v uh ng, { s<ue and lune of de< tn, Inntriio and dioposat trendies Lien wcic no
Uitw m and n<> vUphem sirs Jury .aid it as F was, ’Mtn tmbehm.ahk timicsls and swamge

b h it . t <iiii io ude^ each is expia n iln alnmsghen in me ruum Sm e m mem women
e>td act m.miciD i-Uc ilkn tel: i«e exp< a d then A o.h spoke m turn d
v a-' as it die bunkn w<h tLmvm uno the < irck picket, up h\ rme nt <m<ie i f the ether
p u Umi ' Being alkwed m witness .en iwi.irn shatmg then stoue^ at d huHm ea< h e’hei
’Liu igh tlx paui was an extrmidm in pmikyc I he- nave x.t!i inhe> mppeit, ledssn'ancc
and at runes genth uialkaged each < dur in a was thm no ma-mmr umdd have dom

My guc.>$ r that bui. ng Um op| munm o male their expet lenv^ and dnu Lehr m wh
im c Ken m< imensdy >ir d ng evpene ire t me w< man vn lie Pauda - smd to me Lb tr tn
<ptw or Kmg \<ry med kit. Lad . rt L'Oe to bed mim the ’mail tn.urs be. num dir nan u
mm^, the .tn n other ti m w th ’he omm puneis

1 n t -bi < Kj bv ic seems , Jie path e:s had o kt Mtn and die d.^ u mnatmi, thm hud
xnJi <.0 I m km’ gla of them mgrt was u ume., aam t o> era lefrung IwmhniM
adm idLtm mt what Lie* had coped w In and the w w ihw hue men .ped i<> s in rm M jH

of J Iwrl j.kni heir powe. In d<^ Rvdbav s -e^iou nit Sm ihr. normy F izmcth
al J J made notes oi the dts^J1skin mu ihe putt ion then sidves irnei er baL P I Ml a’ st
taej im leui it then 1 ok e .uiL. i.iiir au-ncili m >lx ou tip ;Lr>f -nt he wuh mt maiuml
"a tt hurirn u ind . v us dm-pb inoaitghwimta nee m urn bopt. him due will a1 ‘the
<4 p n Uiutt' tupivi ji’aiiubluiittiii^ wl iituwd utl a nt sugh 'nv”!.’

Sylvie Bcailay
4.10,01
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