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Deciphering Unw rit ten Rules

Anna Sandgren, J�nk�ping University

Abstract

The aim  of this study was to develop a classic grounded theory of pat ients, relat ives and 
nurses in palliat ive cancer care. Data from  three earlier studies conducted in palliat ive care 
were analyzed. “Deciphering unwrit ten rules”  em erged as the pat tern of behavior through 
which pat ients, relat ives and nurses are dealing with the uncertainty of how to act  and 
behave in palliat ive cancer care. Deciphering m eans finding out  what  the rules m ean and 
t rying to int erpret  them  and this can be done consciously or unnot iced. Deciphering 
unwrit ten rules involves the st rategies figuring out , deliberat ing, m aneuvering and 
evaluat ing. This theory dem onst rates the com plexit ies of palliat ive care and the im portance 
of knowledge,  counseling and resources for all involved. 

I nt roduct ion

Palliat ive care is a caring philosophy with the goal to achieve the best  possible quality of life 
for both pat ients and relat ives when facing problem s related to li fe- threatening illness 
(World Health Organizat ion, 2003) . The adjustm ent  and t ransit ion to palliat ive care takes 
t im e for pat ients and relat ives, and involves shift ing the care goals from  curing to caring 
(Duggleby & Berry, 2005) . I n the 1960’s it  was com m on for pat ients not  to be inform ed of 
their  im pending death;  so the awareness of dying am ong pat ients and relat ives was m ost ly 
a closed awareness (Glaser & St rauss,  1965) . The pendulum  has shifted during the last  
decades towards open awareness, where those involved talk m ore about  death than they 
have in the past  (Andrews & Nathaniel, 2009) .

Powerlessness and helplessness is com m on in dying pat ients (Sand, St rang, & 
Milberg, 2008)  who often oscillate between different  feelings such as hopelessness and hope 
(Melin-Johansson, Odling, Axelsson, & Danielson, 2008) . So even if pat ients have a lower 
quality of life in m any dim ensions during their  last  m onths of life, they can st ill  experience 
happiness and sat isfact ion (Sahlberg-Blom , Ternest edt , & Johansson, 2001) .  For the 
relat ives, the situat ion is new and they need to m ake adjustm ents, although they want  to 
keep on liv ing as norm ally as possible (Appelin, Broback, & Bertero, 2005;  Sandgren, 
Thulesius, Petersson, & Fridlund, 2010) , yet  having a twofold role;  as caregivers and as 
relat ives suffer ing anxiety and physical exhaust ion (Broback & Bertero, 2003) . Both pat ients 
and relat ives can be hypersensit ive to what  happens during the dying t rajectory  and this 
hypersensit iv ity is energy draining (Sandgren et  al.,  2010) . I t  has been shown t hat  adequat e 
inform at ion and support  from  the health professionals early in the disease t rajectory 
decrease relat ives’ needs throughout  the dying t rajectory  and increases their  t rust  and 
confidence towards the health professionals (Krist j anson & Whit e, 2002;  Wenrich et  al.,  
2003) .

Caring for cancer pat ients can be both challenging and rewarding for nurses (Corner, 
2002;  Penson, Dignan, Canellos, Picard, & Lynch, 2000)  who often want  to go beyond the 
diagnost ic concept  of cancer and care for the whole person (Bert ero, 1999) . A balance 
between being close t o the pat ients and distancing them selves is needed to avoid the r isk of 
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being em ot ionally overloaded (Sandgren,  Thulesius, Fr idlund, & Petersson, 2006) .  Palliat ive 
care can also be seen as a balancing act , where health professionals need to balance the 
needs for care with the resources to give care (Thulesius, Hakansson, & Petersson,  2003) .  
There can be a tension or a gap between nurses’ caregiving ideals and the reality of daily 
work. Nurses can be aware of their  ideal of how to give good palliat ive care, but  the 
possibili t ies to realize these are often sm all (Tishelm an et  al.,  2004) .  To give high quality 
palliat ive care, health professionals need to know what  is im portant  for those involved. The 
aim  of this study  was t herefore to generate a grounded theory explaining the latent  pat terns 
of behavior of pat ients, relat ives and nurses in palliat ive cancer care in general hospitals and 
in hom ecare. The research quest ion guiding the study was:  What  is the m ain concern for 
palliat ive cancer pat ient s, their  relat ives and nurses and how do they resolve it?

Method

Classic grounded theory was chosen since it  suit ed the research quest ion. Grounded theory 
m ethodology provides a way to explore the latent  pat tern of behavior of the part icipants 
(Glaser, 1978, 1998)  and is suitable for nursing research (Nathaniel & Andrews, 2007) .

I n this study, the analysis was m ost ly done using previously collected data. Glaser 
(1998)  argues that  secondary data analysis can be used on data collected for other purposes 
and is worthwhile to theoret ically sam ple and analyze. Grounded theory focuses on 
conceptualizat ion instead of descript ions which m eans that  the concepts that  em erge from  
the data will  t ranscend the data and m ake the theory abst ract  of t im e, place and people. 
Glaser st resses that  using secondary data is t im esaving for the grounded theorist  since less 
t im e is spent  on data collect ion.

The analyt ic process started with open coding of data from  three earlier grounded 
theory studies as a basis for concept  generat ion:  Str iving for Em ot ional Survival (Sandgren 
et  al.,  2006) ,  Doing Good Care (Sandgren,  Thulesius, Petersson, & Fridlund, 2007)  and 
Living on Hold (Sandgren et  al.,  2010) . These studies were all related to the behavior of 
pat ients, relat ives and nurses in palliat ive cancer care, and were conducted in general 
hospitals and in hom e care set t ings in Sweden between 2004 and 2009. The form al 
interviews from  the three studies were done with 16 nurses in acute care set t ings (Sandgren 
et  al.,  2006) , 33 nurses in com m unity care (Sandgren et  al.,  2007)  and 25 cancer pat ients 
in a palliat ive phase and their  relat ives (Sandgren et  al.,  2010) . During the open coding, 
focus was on the following quest ions:  What  is the m ain concern being faced by pat ients, 
relat ives and nurses, and what accounts for the cont inual resolving of this concern? The 
purpose of these quest ions is to keep the analyst  theoret ically sensit ive and to avoid 
descript ion when analyzing, collect ing and coding data (Glaser, 1998) . I t  should be 
em phasized that  data collect ion and data analysis are not  seen as separate processes in 
grounded theory;  rather, as concurrent ly conducted (Glaser, 1998) . When the core category 
had em erged, the select ive coding process began where further data collect ion and coding 
were delim ited to the categories related to the core category. 

Theoret ical sam pling guided where to collect  m ore data in order to refine and 
elaborate em ergent  categories and how the categories related to the core category  in the 
em ergent  theory. Theoret ical saturat ion occurs when no new propert ies em erge;  the sam e 
propert ies cont inue to em erge when coding and analyzing the new data (Glaser, 1978) . To 
saturate the em erging concepts, previously conducted int erviews in palliat ive care f rom  both 
published (Thulesius et  al.,  2003)  and unpublished studies were analyzed.  Consistent  with 
the grounded theory concept  “all is data”  (Glaser, 1998, p. 8) , data analyzed consisted of 
interviews, field notes, m em os from  inform al int erviews and part icipant  observat ions at  
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cancer care conferences. Casual conversat ions or unplanned conversat ions with health 
professionals and others involved in the substant ive area were also used as data for 
constant  com parison. Since the author has worked in cancer care at  a surgical ward, the 
author’s experiences and preconceived thought s were writ ten down and com pared with the 
other data, also in line with the “all is data”  dictum  (Glaser, 1998) .

During the analysis process, m em os were writ ten to capture em ergent  theorizing at  
any t im e and place, often in the shape of figures and text  to capture creat ive ideas. Glaser 
(1998, p. 177)  explains that  m em os are the “ theorizing write-up of ideas about  substant ive 
codes and their  theoret ically coded relat ionships as they em erge during coding, collect ing 
and analyzing data and during m em oing” . Mem oing is seen as foundat ional in classic 
grounded theory;  without  m em os there could be no grounded theory. Mem os on m em os 
were also writ ten and later on, the m em os were then sorted in the theoret ical coding 
process and writ ten up as the theory of deciphering unwrit ten rules. I n the theoret ical 
coding process, relat ionships between the categories and the core category em erged 
through the hand sort ing of m em os.

I n accordance with classic grounded theory, the lit erature review was not  undertaken 
unt il the substant ive theory was form ulated. The lit erature was then used as another source 
of data for constant  com parat ive analysis (Glaser, 1998) .

Ethical issues are im portant  to discuss when using secondary analysis (Andrews,  
Higgins, Waring, & Lalor, 2012) . I n th is study, all the previous studies included as data were 
approved by The Regional Ethics Com m it tee of Lund University, Sweden and by responsible 
m anagers for the hospitals and the hom e care in the m unicipalit ies involved. Writ ten 
inform ed consent  was obtained from  the part icipants before the form al int erviews. During 
the secondary analysis all the or iginal t ranscripts, field notes and m em os were anonym ized 
with no possibilit y of t racing the part icipants in the different  studies.

Theory

Unspoken expectat ions and unwrit ten rules of how to behave in different  situat ions exist  
although nobody talks about  them . I n different  caring contexts, there are various unwrit ten 
rules which m ay entail cont rast ing types of atm osphere. I t  can be hard to pinpoint  what  
m akes the difference, but  one possible explanat ion is that  unwrit ten rules can create special 
atm ospheres.  Unwrit ten rules can deal with values and at t itudes individuals expect  to have 
confirm ed or accepted.

The uncertainty of how to act  and behave in an appropriate and correct  way in 
different  situat ions em erged as the m ain concern for nurses, pat ients and relat ives in 
palliat ive cancer care. Everybody understands that  there are unspoken rules to follow but  it  
can be difficult to learn them  since they are cont inually changing and differ from  situat ion to 
situat ion. Not  knowing how to act  or behave was explained as “st ruggling against  a faceless, 
invisible giant ” . Not  knowing what  was expected of them  caused uncertainty that  can be 
exhaust ive, creat ing em ot ional fear of being unsafe. There is therefore a need for cert itude, 
or creat ing certainty in an uncertain situat ion. Handling the uncertainty of how to act  and 
behave therefore requires constant ly deciphering the unwrit ten rules. Deciphering m eans 
finding out  what  the rules indicate and t rying to int erpret  them  in actual situat ions, which 
can be done consciously but  m ost  of the t im e the rules are deciphered subconsciously.

Health professionals m ay signal to pat ients and relat ives, wit t ingly or unwit t ingly, 
how they are supposed to behave and what  problem s are im portant  from  the professionals’ 



The Grounded Theory Review (2012), Volume 11, Issue 2

perspect ives. This influences the int eract ion regarding what  issues they are allowed to talk 
about  or not . One exam ple of deciphering unwrit ten rules can be how to deal with sensit ive 
issues depending on the persons involved and the actual context . There can be unwrit ten 
rules such as:  “Don’t  talk about  the problem ” , “Act  like nothing has happened” , “Don’t  say 
things to upset  the ill  person” , “Don’t  talk about  your feelings and absolutely do not  show 
your feelings in the open” , “Open feelings leads to conflict ” . Deciphered unwrit ten rules of 
how to behave could actually lead to decreased instead of increased security for those 
involved. This insecurity can be regarded as “walking on eggshells”  when the individual does 
not  know how to act . The com plexity increases when, for exam ple, pat ients are cared for in 
different  caring context s with t otally different  unwrit ten rules. With fast  changes,  pat ients do 
not  have the energy to decipher the unwrit ten rules, and m ay surrender with the at t itude 
“do whatever you want  to do with m e;  you know what  is best  for m e” .

For nurses, there are also unwrit ten rules regarding workplace et iquet te, which 
m eans that  nurses are supposed to have certain values or behave in a certain way. There 
can be an unspoken rule like:  “Good is not  good enough” . This m eans that  as nurses, they 
need to overdo things to show other professions that  they can do what  is expected of them  
and even do bet ter than necessary.

Deciphering unwrit ten rules is done by pat ients, relat ives and nurses and is necessary for 
deciding if the rules are to be followed or not . How pat ients, relat ives and nurses decipher 
unwrit ten rules depends on their personality and experiences. For nurses, it  also depends on 
their  caring behavior, i.e. ant icipatory caring, m om entary  caring or stagnated caring. 
Ant icipatory caring is done by advanced care planning through foreseeing t rajector ies, 
creat ing t rust , collaborat ing and prior it izing. The nurses are dr iven by their  int ent ion of 
doing their  best  or even bet ter than necessary. Mom entary caring is done by tem porary  
solut ioning through m om ent  pr ior it izing and sporadic collaborat ing. The nurses are doing as 
good as possible in every situat ion but  lack the resources to render ant icipatory care. 
Stagnated caring entails avoiding changes and resigning (giving up) . Nurses giving 
stagnated care are doing only what  is expected of them  which could be caused by resigning 
or low em ot ional com petence.  Em ot ional com petence refers to em ot ional skills at  handling 
em ot ionally charged situat ions (Sandgren et  al.,  2007) . 

How nurses decipher unwrit ten rules can also determ ine how nurses process their  
em ot ions while caring for palliat ive cancer pat ients (Sandgren et  al.,  2006) . For pat ients and 
relat ives, i t  can depend on their  m ode of being while liv ing a life on hold;  fight ing, adjust ing 
or surrendering. Pat ient s and relat ives can either be in the sam e m ode or in different  m odes 
sim ultaneously. I n the fight ing m ode, pat ients and relat ives are st r iving to get  back to the 
norm al lives they had before the cancer lit erally took over. The fight ing m ode involves 
renorm alizing, rebelling, blam ing, foreseeing and scrut inizing. I n the adjust ing m ode, 
pat ients and relat ives are adjust ing to a new norm ality and t ry to avoid let t ing the cancer 
cont rol their  lives. They adjust  to the new norm al by m om ent - liv ing, dim inishing and 
façading. I n the surrendering m ode, pat ients and relat ives are giving up to a li fe on hold 
through total t rust ing and releasing cont rol (Sandgren et  al.,  2010) .

Even though pat ients, relat ives and nurses are deciphering, the st rategies used are 
m ore or  less com m on. Therefore, som e exam ples are highlighted under the st rategies, but  it  
should be em phasized that  the persons involved can use all the st rategies in the process. 
Deciphering unwrit ten rules is a cont inuous process which involves figuring out , deliberat ing, 
m aneuvering and evaluat ing.
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Figuring out
Figuring out  m eans finding out  which rules are valid and present  in novel situat ions. Figuring 
out  unwrit ten rules is done when entering a new caring context , m eet ing new people, when 
being in a new situat ion or when experiencing new sym ptom s. Figuring out  the unwrit ten 
rules can be experienced as an unat tainable goal. Although t he rules are unwrit ten, pat ients, 
relat ives and nurses have a tacit  awareness of the exist ing rules, but  since this shared 
awareness is not  com m unicated verbally, unwrit ten rules m ay be taken for granted and 
therefore easily m issed by som eone new to the situat ion. Rum inat ing over how to act  and 
behave can paralyze the involved persons and decrease their  abilit y to figure out  the 
unwrit ten rules, which can be done in an act ive way or in a passive way. 

Figuring out  in an act ive way
Figuring out  the rules in an act ive way is done through m om ent  capturing and constant ly 
quest ioning .  Mom ent  capturing m eans every opportunity is taken to figure out  the unspoken 
rules. Constant ly quest ioning the care is a way to handle the insecurity of not  knowing the 
unwrit ten rules. Through quest ioning, pat ients, relat ives and nurses get  at tent ion from  the 
people around them  which m ay lead to a disclosure of the unwrit ten rules. The purpose of 
deciphering unwrit ten rules is im portant  when figuring out  the rules in an act ive way. For 
exam ple, pat ients and relat ives in the fight ing m ode m ay experience insecurity when lacking 
inform at ion and support , but  with knowledge of the unwrit ten rules they can find out  how to 
act  to get  what  they need. A genuine desire of doing good helps nurses engaged in 
ant icipatory caring to figure out  which unwrit ten rules are useful to get  them  what  they 
want . Both at  a personal level but  also when giving palliat ive care.

Figuring out  in a passive way
Figuring out  in a passive way is done through passing over or act ing incom pet ent .  Passing 
over m eans let t ing other people figure out  the rules. Nurses engaged in stagnated caring 
and pat ients and relat ives in the surrendering m ode m ay not  have the em ot ional sensit iv ity 
to figure out  the rules by them selves. I nstead, they let  those around them  take that  
responsibil it y and then copy and follow their  act ing. Passing over is easier for pat ients and 
relat ives than for nurses, although it  is possible to pass over during a short  period of t im e 
without  im pact ing the care. 

Act ing incom petent  is a way to passively figure out  the rules. Even though 
part icipants m ay have the abilit y to figure out  the rules in an act ive way, it  is m ore 
convenient  to be passive and act  incom pet ent . Being in the adjust ing m ode for pat ients and 
relat ives leads to insecurity of not  knowing how to act  and since they do not  want  to show 
their vulnerabilit y, they act  incom petent  to figure out  the rules. From  a professional 
perspect ive, pat ients and relat ives seem  to deny the situat ion, which can be difficult  for 
professionals to handle. Nurses also act  incom petent  to receive help in disclosing unwrit ten 
rules in order to get  what  they need from  the situat ion. 

Deliberat ing
After figuring out  the unwrit ten rules, pat ients, relat ives and nurses deliberate as to how 
these rules m ight  affect  their  situat ion and how they will  act  in relat ion to the rules. They 
consider which rules to apply to receive the best  outcom e from  their point  of view and there 
can be different  reasons for this deliberat ing. Pat ient s and relat ives m ight  deliberate how to 
act  to get  the t reatm ent  they want  or receive the “ r ight ”  care for the m om ent . 

I nabilit y to deliberate could be caused by lack of energy, lack of knowledge or low 
m ot ivat ion, but  insecurity and low em ot ional com petence also affect  how the involved 
deliberate the rules. Being in the fight ing m ode m ot ivates pat ients and relat ives to 
deliberate the rules in their  favor since knowing the rules and how to handle them  increases 
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their  feeling of security. On the other hand, pat ients and relat ives in the surrendering m ode 
are not  act ive in deliberat ing which rules to apply;  they just  follow the people around them  
and hope for the best . Act ing incom petent  can also be used when deliberat ing the opt im al 
way of dealing with the rules. 

Deliberat ing which rules to apply or not  can be affected by dual protect ion in a fam ily. 
Dual protect ion m eans a relat ional security:  “ I  will be okay if you will be okay” . Deliberat ing 
can also be affected by pat ients’ posthum ous caring, which m eans protect ing by taking care 
of what  will  happen to the relat ives after the pat ient ’s death. This includes financial and 
pract ical issues to secure the fam ily’s future.  Pat ient s therefore deliberate which rules to 
apply to be able to reach their  goals. 

Before deciding which rules to apply, the rules m ay be tested to find out  if they have 
been deciphered correct ly and if they are good to follow or not . Nurses in m om entary caring 
are often test ing consequences of newly deciphered rules in specific situat ions. They are 
m om ent -pr ior it izing which m eans that  they are solving a problem  when it  ar ises and under 
the circum stances doing their  best .   

Maneuvering
After deliberat ing, pat ients,  relat ives and nurses m aneuver the rules by either following 
rules, ignoring rules, rebelling against  rules, rule bending, rule breaking or rule m aking.  

Following rules
The decision to follow unwrit ten rules m ay depend on the ant icipated posit ive benefits of 
act ing by the rules. Som e rules are, from  a personal perspect ive, good to follow while other 
rules m ay not  be so good. Yet , the outcom es are m ore im portant  than the rules them selves 
so som et im es pat ients, relat ives or nurses feel forced to follow the unwrit ten rules to be able 
to get  what  they want  out  of the situat ion. Although the rules m ay give the expected 
outcom e, there is a r isk of losing one’s own values and at t itudes when com plying with new 
rules. Having high em ot ional com petence facilitates deciding which rule to apply in any given 
situat ion. Through façading, they pretend to follow the rules, but  instead they collect  clues 
of how to decipher the unwrit ten rules by observing how others behave and copying their  
behavior. By façading, pat ients, relat ives and nurses m aintain the im age of knowing and 
following rules, even though they have not  figured out  the m eaning of the rules. There is a 
constant  em ot ional fear of breaking rules and of the consequences of rule breaking. This fear 
m ight  increase am ong pat ients and relat ives who want  to do everything as expected, and 
not  causing any problem s for the health professionals. 

Not  everyone has the abilit y to decipher unwrit ten rules and pat ients and relat ives 
can becom e insecure as how to int erpret  them . Also, if pat ients, relat ives and nurses 
disclose t heir  ignorance of how to act  by showing vulnerabilit y and insecurity, they m ay lose 
their  façade, leading to feelings of failure. 

I gnoring rules
I gnoring rules is used as an em ot ional protect ion and m ay be caused by problem s with 
deliberat ing rules. Since they do not  understand the m eaning of the rules, it  is easier to 
deny them  than to t ry and decipher them . Pretending that  the rules do not  affect  them , 
pat ients, relat ives and nurses can live their  lives as usual for as long as possible. Pat ients or 
relat ives, who have been disappointed in earlier situat ions, m ay ignore rules to protect  
them selves from  being em ot ionally hurt  again. Pat ient s and relat ives in the adjust ing m ode 
m ay seem  to deny unwrit ten rules since they do not  act  as expected, even though they  
often suffer in silence. I gnoring rules is com m on am ong nurses in stagnated caring, since 
they do not  want  any changes. Nurses in both m om entary and stagnated caring m ay ignore 
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rules when they experience new situat ions and have to learn several things at  the sam e 
t im e.

Rebelling against  rules
I f t he unwrit ten rules do not  fall in line with personal values, an individual m ay rebel against  
the rules. Pat ient s and relat ives in the adjust ing m ode m ay choose to rebel against  the rules 
rather than ignore them . Rules regarding how to act  towards the end of li fe m ight  be 
upset t ing for pat ients and relat ives. When they do not  accept  that  death is inevitable, they 
m ay rebel against  these rules. 

When nurses use ant icipatory caring, they m ay rebel against  rules that  go against  
their  values and the goals of palliat ive care. Since they want  to be one step ahead,  there 
m ight  be unwrit ten rules hindering this approach. Rebelling against  rules m ay lead to rule 
bending and lat er on to rule breaking. Also, nurses in stagnat ed caring m ay rebel against  the 
rules;  this is often due to incom pet ence and lack of knowledge as to how to m aneuver new 
rules. I n such cases, it  is m ore convenient  to follow ingrained rules.

There can also be a rebelling against  working et iquet te rules for nurses. One 
provocat ive unwrit ten rule could be:  “Nursing is a m ission in life and you m ust  be a 
’Night ingale sister ’ and sacrifice yourself if you want  to work here” . This unwrit ten rule can 
be upset t ing and nurses openly rebel against  it  through rule breaking which then leads to 
rule m aking to change t his provocat ive unwrit ten rule. 

Rule bending
As m ent ioned, rebelling against  rules m ight  lead to rule bending. Som et im es the rules are 
bent  as m uch as possible t o get  what  is want ed without  breaking the rules. There m ight  also 
be ways around the rules and by bending the rules, they can indirect ly follow the rules but  in 
a som ewhat  devious way.

By sweetening up nurses, pat ients and relat ives bend the rules to get  m ore at tent ion 
and receive wanted recognit ion and the expected care. Sweetening up m eans that  they use 
flat ter ies and praise to get  what  they want . While recognizing that  sweetening up nurses, 
m ay not  be the best  way to m aneuver the rules, they see it  as necessary to receive the 
outcom es they want  in a specific situat ion.

Rule breaking
Rule breaking can be a consequence of rule bending where pat ient s, relat ives or nurses have 
t r ied to follow the rules by bending them , but  they have realized that  it  is im possible to 
cont inue bending. Both nurses in ant icipatory caring and stagnated caring use this st rategy, 
but  for different  reasons. Nurses in ant icipatory caring are rule breaking with the intent ion of 
m aking new rules, while nurses in stagnated caring are rule breaking because they do not  
have the em ot ional com petence to decipher t he rules. For both pat ients and relat ives as well 
as for nurses, rule breaking m ay lead to rule m aking, where new rules are created in order 
to receive expected outcom es or to give good quality care.

Rule m aking
Rule m aking and rule invent ing m ay occur when situat ions are affected by a lot  of changes. 
Unwrit ten rules change just  like writ ten rules but  with unwrit ten rules, it  is unknown who 
m ade them  and therefore there is no one to blam e for the rules. Rule m aking can threaten 
to change the atm osphere of a workplace since new rules at  first  increase the uncertainty 
unt il everybody has deciphered the new rules. Nurses in ant icipatory caring m ay create new 
rules or recreate old ones so that  they fit  their  intent ions and am bit ions wit h the care.  These 
new rules m ay lead to frust rat ion for other nurses and if they do not  have the abilit y or the 
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energy to decipher these new rules, they m ay resign to stagnated caring where they ignore 
the new rules or they  m ay even change workplace in order to find an em ot ionally safe 
workplace with rules they can m aneuver.

Pat ient s and relat ives in the fight ing m ode m ay create new rules if they cannot  
decipher the exist ing rules, or if they do not  receive the excepted outcom es.  New situat ions 
with new rules m ay also lead to a possible change of m ode being for pat ient s and relat ives. 

Evaluat ing
Pat ient s, relat ives and nurses are cont inually evaluat ing their  m aneuvering of unwrit ten 
rules and its consequences. Evaluat ing m eans assessing the outcom es from  the 
m aneuvering st rategies. When evaluat ing the m aneuvering of rules, they m ay discover that  
the chosen m aneuvering st rategy did not  deliver the outcom es they expected, and they m ay 
therefore deliberate to change the m aneuvering of the rules. I f nurses in stagnated caring 
have ignored rules in order to avoid changes later discover that  this st rategy does not  
protect  them  em ot ionally, they m ay have to figure out  the rules to find another way to 
m aneuver them  in order to survive em ot ionally. Even though those involved m ay be 
unaware of the unwrit ten rules, these rules underpin how they act  and m ake sense of the 
situat ion. Although som e rules seem  irrelevant  from  an outside perspect ive, these rules help 
in navigat ing the situat ion. Unwrit ten rules also help those involved to find their  place and to 
feel safe in the situat ion, even t hough it  was not  their  decision to be there since they did not
have any other opt ion. 

When a situat ion changes or som ething unexpected happens, pat ients, relat ives or 
nurses m ay need to decipher the new unwrit ten rules and the deciphering process then 
starts again. This process is often cont inuous since there always seem s to be new unwrit ten 
rules to decipher, t r iggered by new sym ptom s or changed sym ptom  burdens,  health 
professionals’ act ing, new rout ines, change of hospital ward for pat ients or a new 
organizat ion, etc. 

Discussion

Grounded theory provided a way to explore the latent  pat tern of behavior of pat ients, 
relat ives and nurses in palliat ive cancer care. Deciphering unwrit ten rules em erged as the 
pat tern of behavior through which they deal with their  m ain concern;  how to act  and behave 
in palliat ive cancer care. Deciphering unwrit ten rules can be done in different  ways, 
depending on personality, experiences and the situat ion.

I n this study, secondary analysis was used on previously collected data. Andrews et  
al. (2012)  ident ify several challenges of secondary data analysis. For exam ple, ident ifying 
the m ain concern m ay take a long t im e and require a lot  of coding and recoding. I dent ifying 
the m ain concern in this study did not  take a long t im e, which can be explained by the large 
am ount  of int erviews and detailed field notes which were included as data. When using 
secondary analysis, theoret ical sam pling can also be a challenge if the researcher has no 
possibili t y to collect  new data to saturate the concepts. However the researcher can m ove 
back and forth between the exist ing data and theoret ically sam ple for ideas and concepts 
that  em erge (Andrews et  al.,  2012) . I n this study, theoret ical sam pling was done through 
collect ing m ore data from  previous studies and through inform al interviews with nurses and 
casual conversat ions with persons involved in palliat ive care. 

I t  should be em phasized that  the theory Deciphering Unwrit t en Rules does not  
represent  pat ients’, relat ives’ and nurses’ ent ire doing or being, but  is seen as one im portant  
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pat tern of behavior in which they are engaged. Further research is needed to saturate and 
fully develop this theory and the im pacts of its different  st rategies. Although the theory 
m ight  well be expanded to other areas to cont r ibute to an understanding of how people are 
deciphering unwrit ten rules in different  situat ions and caring contexts, to determ ine if the 
theory fits other areas, further research is needed to m odify the present  theory to opt im ize 
the fit .  

The concept  unwrit ten rules has been previously used and described but  with various 
definit ions in different  areas, such as in pediat r ic care (Sorlie, Jansson, & Norberg, 2003) , 
fam ily therapy (Feinauer, Larson, & Harper, 2010)  and depression in pr im ary care (Wit t ink, 
Barg, & Gallo, 2006) .  So unwrit ten rules not  only exist  in palliat ive cancer care;  they exist  
everywhere and are a consequence of the values and at t itudes of the people involved. 
Mason (2007)  suggests that  unwrit ten rules can be li fe sustaining, but  can also be 
dist ressing when nurses feel that  they are not  act ing as they are supposed to act ,  due to 
unit  values or expectat ions from  the staff. 

Wengst rom  and Ekedahl (2006)  point  out  the im portance of understanding and 
interpret ing the hidden codes and the unat tainable goals, otherwise professional ident it ies 
will not  be clear when the codes are indist inct . The deciphering unwrit ten rules theory can 
therefore help professionals to develop their  professional ident it ies through knowledge of 
how to m aneuver t he rules. Although health professionals need to be aware of the existence 
of unwrit ten rules, they also need to assist  new professionals in the workplace to be able to 
decipher the rules. Health professionals m ay assum e that  they talk and refer to the sam e 
thing when caring, but  actually they have different  definit ions and at t itudes and in reality 
they are not  referr ing to the sam e thing at  all.  Mason (2007)  suggests that  in som e 
workplace cult ures new nurses can be ignored and offered lit t le guidance as to what  is 
expected of them . The new nurses have to learn the rules of the gam e by them selves and 
this can be ut ter ly dem oralizing. Wengst rom  and Ekedahl (2006)  argue that  when nurses 
understand the codes and rout ines in the workplace, it  dim inishes the r isk of changing 
workplaces.  

Deciphering unwrit ten rules shows that  rules and codes m ay help nurses t o work, but  
they have to be clear and art iculated. Nurses can, as t im e goes by,  decipher the exist ing 
rules at  their  workplace and learn the new rules which are constant ly being created. On the 
other hand, pat ients and relat ives have a m ore com plex situat ion since they have to 
decipher unwrit ten rules in m ore than one context . Pat ients are often cared for in different  
caring contexts during a disease t rajectory;  for exam ple, their  own hom es, nursing hom es, 
acute care hospital wards and palliat ive units. During this t im e, they m eet  health 
professionals with different  caring behaviors. Since every caring context  has its own set  of 
unwrit ten rules, pat ients and relat ives constant ly need to figure out  how to act  and behave 
by deciphering the unwrit ten rules and then rem em bering which rules are valid in what  
specific context . 

An earlier study shows that  fam ilies m ay experience that  they are “ reinvent ing the 
wheel”  when they st ruggle with the sam e issues as m any other fam ilies (such as 
adm inist rat ive and logist ical needs) , but  lack the knowledge of how to handle them  (Rabow, 
Hauser, & Adam s, 2004) . Unspoken expectat ions m ay affect  those involved in different  ways 
(Thom as, Morr is, & Harm an, 2002;  Wengst rom  & Ekedahl, 2006) . Health professionals m ay 
for exam ple signal to pat ients and relat ives what  is perm issible to talk about  and what  is 
not , but  they cannot  then decipher the responding signals. I t  was found in an earlier study 
that  physicians wit t ingly or unwit t ingly signaled to pat ients how their em ot ional problem s 
would be addressed (Wit t ink et  al.,  2006) . For exam ple, if professionals do not  ask about  
pat ients’ and relat ives’ needs or preferences, the care will be professional- centered rather 
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than pat ient -centered (Widm ark-Petersson, von Essen, & Sjoden, 2000) . I t  has been argued 
that  m ism atched percept ions m ay affect  the caring relat ionship as well as t he quality of care 
(O'Baugh, Wilkes, Luke, & George, 2003) . With this in m ind, it  is crucial to ask rather than 
assum e what  pat ients and relat ives find im portant . Giving inform at ion and having good 
com m unicat ion at  the appropriate levels can assist  all who are involved in figuring out  and 
deliberat ing which rules are to be followed.

This theory dem onst rates the com plexit ies in palliat ive cancer care, often 
unrecognized by those involved. Healt h professionals need to assist  all who are involved to 
be able to decipher the rules and m ake invisible rules visible by being sensit ive to what  
pat ients and relat ives want  to know. For exam ple, if pat ients and/ or relat ives are in a 
surrendering m ode, where they have resigned or surrendered and do not  want  any
part icipat ion in the care (Sandgren et  al.,  2010) , it  can be frust rat ing for nurses with an 
ant icipatory caring behavior, where they want  to be one step ahead and involve the pat ients 
and the relat ives in the care (Sandgren et  al.,  2007) . I t  can create clashes between health 
professionals and pat ients or relat ives as well as within fam ilies if there are different  
behavioral m odes with different  abilit ies to decipher the unwrit ten rules. 

For nurses, frust rat ion can result  when colleagues do not  want  to follow the rules and 
becom e rule breakers or perhaps start  to create new rules. Depending on the at t itudes and 
the allowance of rule breakers and new thinkers, a nurse m ay have difficult ies being 
accepted which can lead to insecurity and finally a change of workplace in order to survive 
em ot ionally (Sandgren et  al.,  2006) . I t  is therefore im portant  to m ake unwrit ten rules 
visible, not  taking anything for granted or assum ing that  everybody involved knows about  
such rules. This can be done t hrough open dialogues at  the workplaces and through creat ing 
open atm ospheres where it  is allowed to disclose the unwrit ten rules.

Conclusion

The theory of Deciphering Unwrit ten Rules explains how pat ients, relat ives and nurses in 
palliat ive cancer care handle t he uncertainty of how to act  and behave in different  situat ions. 
They are cont inually deciphering unwrit ten rules and the different  ways they deal with these 
unwrit ten rules affect  not  only their  experiences but  also the quality of care. I t  therefore 
seem s im portant  to uncover the unwrit ten rules and talk about  them . Security m ay increase 
when the unwrit ten rules turn int o spoken rules and all involved know what  is expected of 
them . How to facilitate the deciphering for everybody involved in palliat ive cancer care is 
indeed a call for future research. This theory m ay well fit  other substant ive areas, after  
som e m odificat ion, thereby cont r ibut ing an understanding of how people are deciphering 
unwrit ten rules in different  sit uat ions and caring contexts.   
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